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Research
Factors affecting psychological wellbeing in adolescents with diabetes
This study involved eighty young people with diabetes. They completed three self 
report questionnaires assessing psychosocial adaptation to diabetes, aspects of their 
relationship with their mother and the behaviours used to cope with diabetes.
Parental interviews gathered information about family composition, supervision 
levels, school attendance and parental concerns about the young person with 
diabetes. HbAlc levels for all participants were collected.
Statistical analysis found Emotional Difficulty with Diabetes and a Negative 
Attitude to Diabetes to be predicted by specific coping styles. The participants who 
rated their mothers as Overprotective were more likely to miss school due to their 
diabetes, though this was not related to their HbAlc levels. A range of concerns 
were identified by the parents of the participants, relating to independence, long 
term outcomes and daily adherence to diabetes care regimes.
Findings are discussed with reference to their clinical implications and the ways they 
could inform therapeutic interventions to help young people with diabetes and their 
families.
Critical Review 1
Attachment Theory and its relationship and relevance to present day Child and 
Adolescent Mental Health Service practices
This review explores Attachment Theory and the important understanding it 
provides for some of the problems frequently encountered in Child and Adolescent 
Mental Health Services such as Attention Deficit Hyperactivity Disorder (ADHD).
Research on the early psychosocial environment of children and adolescents with 
emotional difficulties is reviewed and the idea of resilience to later adversity
provided by optimal infant-caregiver relationships is discussed and evaluated. The 
relevance of early interventions to ensure optimal psychological development in 
children under the age of five years is discussed with particular reference to how 
these can be informed by Attachment Theory.
Critical Review 2
The Impact of a Sibling with Illness or Disability in the Life of a Child
This review explores and evaluates the research literature on the importance of 
sibling relationships during childhood and adolescence when a sibling has a 
disability or chronic illness. The influence of such a situation on the family 
environment and functioning is discussed and related to the variety of possible 
impacts and outcomes for the siblings of a child with a disability or chronic illness. 
These outcomes are shaped by both parental factors and the type of disability or 
illness the sibling has. It is clear that siblings growing up in such families are by no 
means always adversely affected.
Professional Dossier
Curriculum Vitae
Service User Involvement in Child and Adolescent Mental Health Services
A piece of work undertaken as a Clinical Governance priority is described. This 
involved face to face interviews with twenty adolescents who had previously 
received a service from the local GAMES to gather their views of the Service and 
ideas for possible improvements. This was an attempt to ensure the voice of the 
child was heard, rather than only parental views.
A publication resulting from the work is presented as an Appendix.
PERSONAL STUDY PLAN
Name: Anne Possamai
Date: December 1998
Date of Registration: October 1998
Registration Number: URN 3816494
Research Dossier
Title: Factors Affecting Psychological Wellbeing in Adolescents with
Diabetes.
Research Supervisor: Professor Sarah Hampson
Adolescence is a life stage when individuals struggle to establish their identity by 
becoming more autonomous from parents and other authority figures. During this 
developmental period values focus on attributes such as spontaneity, lack of 
vulnerability and conformity. The major concerns are issues such as peer affiliation, 
physical appearance and risk-taking behaviours.
The adolescent is often confronted by choices between healthy behaviours and these 
values and concerns. This problem becomes far more complicated when the 
adolescent suffers from a chronic disease such as Insulin Dependent Diabetes Mellitus 
(IDDM). Treatment demands for adolescents with IDDM intrude into eating, sports, 
school, family interaction and peer relationships. This study is designed to explore 
which factors are associated with psychological wellbeing and diabetic control over 
the adolescent life stage between the ages of eleven and eighteen years of age. It is 
expected that different coping styles and level of parental involvement will be 
optimal to psychosocial adaptation and diabetic control at different stages during 
adolescence. The aim of the study is to identify these in order to inform clinical work
i
with these adolescents in the future. The adolescent period is often characterized by 
poorer diabetic control compared to childhood and young adulthood. This leads to a 
significantly higher risk of long term health complications associated with diabetes 
such as retinopathy, peripheral neuropathy and nephropathy.
Adolescents attending Diabetic Outpatient Clinics in two Hospitals in Essex will be 
invited to participate in this research study. Written information will be given to them 
and their parents during the course of a routine clinic visit. They will then be given 
the opportunity to ask any questions they wish. If they agree to participate in the study 
they and their parents will be asked to sign a consent form. Data collection will 
involve the completion of three questionnaires by the adolescent and a short 
interview with the parent to collect demographic data. The three questionnaires the 
participants will complete are designed to assess
a) Adolescent Coping Style
b) Psychosocial Adaptation to Diabetes
c) Parental Bonding.
All three scales are published and have acceptable reliability and validity. The 
measure of diabetic control will be the glycosated haemoglobin test result at that 
clinic visit. This test is carried out routinely at each clinic visit and provides an 
accurate indication of blood sugar control over the preceding ten weeks.
The number of participants will be a minimum of sixty adolescents between the ages 
of eleven and eighteen, (exact number necessary to be identified using effect size 
analysis of published research). All will have been diagnosed as having IDDM for at 
least one year to avoid confounding effects of the “honeymoon period”, when some 
pancreatic insulin production may still be occurring. This will also prevent immediate 
post diagnostic adjustment issues being included in the data.
This research study will be submitted to the South Essex Health Authority Research 
Ethics Committee for consideration at their meeting in June 1999.
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Time scale
Ethics Committee Submission June 1999 
Data Collection August1999- March 2000
Data Analysis Summer 2000
Writing Up 2000-2001.
Academic Dossier
Critical Review 1
Title: Critical Review of Attachment Theory and its relationship and 
relevance to present day Child and Adolescent Mental Health Service 
practices.
This critical review will explore attachment theory and the understanding it provides 
of some of the referral problems frequently encountered in child and adolescent 
mental health services such as Attention Deficit Hyperactivity Disorder (ADHD).
Research on the early psychosocial environment of children and adolescents with 
such difficulties will be reviewed and the concept of resilience to later adversity 
provided by optimal early infant-caregiver relationships will be discussed and 
evaluated. The importance of interventions to ensure optimal psychological 
development in children under the age of five years and how this can be informed by 
Attachment Theory ideas will be discussed.
Critical Review 2
Title: A Critical Review of the Impact of a Sibling with Illness or Disability 
in the Life of a Child.
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In the course of my clinical work I have had contact with siblings of children with 
chronic and terminal illnesses and recently bereaved children. There is a wealth of 
research literature on the importance of the quality of parent-child relationships for a 
child’s emotional well-being. In the light of my clinical experience I am keen to 
explore and evaluate the literature on the importance of sibling relationships during 
childhood and adolescence when a sibling has a disability or chronic illness
Professional Dossier
a.] C. V. detailing relevant academic qualifications and experiences prior to and 
following qualification as a Clinical Psychologist in 1994. This will include an 
account of all CPD undertaken since 1994. Aspects of current and past posts and the 
roles and activities they involved will be detailed, including publications..
b.] The author is the Chair of the Clinical Governance Group of South Essex 
Child and Adolescent Mental Health Service (CAMHS). A piece of work undertaken 
as part of this role will be presented. The relevance of the work to the national and 
local Clinical Governance priorities will be discussed. The focus of this service 
related research will be service user involvement in CAMHS and attempts to ensure 
that the voice of the child is heard.
A publication resulting from this work will be presented as an Appendix along with 
the interview tool developed to carry out this pilot study.
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FACTORS AFFECTING PSYCHOLOGICAL WELLBEING 
IN ADOLESCENTS WITH DIABETES 
(21,580 words)
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Abstract
Eighty young people between the ages of eleven and seventeen years, who had been 
diagnosed to have insulin dependent diabetes mellitus (IDDM) at least one year 
previously, took part in this study. They completed three questionnaires to assess their 
psychosocial adaptation to diabetes, their perception of aspects of their relationship 
with their mother and the behaviours they used to cope with their diabetes. Their 
parents were interviewed to gather information about family composition, level of 
supervision of diabetes-related behaviours, school attendance and parental concerns 
about the young person with diabetes. The HbAlc level from a clinic visit within two 
weeks of data collection was used as a measure of diabetic control.
Regression analyses found that Emotional Difficulty with Diabetes was predicted by 
coping styles related to ignoring the diabetes, wishful thinking about it, and failing to 
share concern about diabetes. A Negative Attitude to Diabetes among the participants 
was found to be predicted by failing to acknowledge it. Missing school due to 
diabetes was found to be associated with the young people’s perception of their 
mothers as Overprotective. No direct relationship between HbAlc levels and any of 
the measures used was found, but a tentative curvilinear relationship between HbAlc 
levels and maternal Care was identified. The level of supervision provided by parents 
was found to decrease with increasing age of the young person with IDDM. A range 
of concerns were identified by the parents of the participants, relating to 
independence, long term outcomes and daily adherence to diabetes care regimes.
These findings are discussed with particular reference to their clinical implications 
and the ways in which they could inform therapeutic interventions to help young 
people with diabetes and their families.
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1 Introduction
The challenges of achieving optimum control of a life threatening chronic illness, 
such as diabetes, during adolescence are complex and varied. Control of diabetes is 
dependent on managing blood sugar levels, which requires the co-ordination of a 
number of health related behaviours. Some of these behaviours may be in conflict 
with attempts to successfully negotiate the transitional psychosocial tasks of 
adolescence, such as increasing personal autonomy and independence. The quality of 
family life and daily functioning of all family members may be affected by a child or 
young person who has diabetes.
This study looks at some psychological factors associated with control of diabetes 
during the adolescent years. Aspects of family relationships and support for young 
people with diabetes are explored; along with the impact of these factors on metabolic 
control, school attendance, and psychosocial adaptation to diabetes. The varied 
strategies that young people use to cope with the emotional and behavioural demands 
of living with diabetes are assessed, in order to determine if there is a profile of 
coping styles which is related to optimal level of metabolic control and psychological 
wellbeing.
This Introduction will cover four topics of relevance as background to the study. 
Firstly the management of diabetes will be described to facilitate understanding of the 
behavioural and emotional demands of the health care regime necessary to achieve 
control of blood sugar levels. Next, research findings on the ways in which these tasks 
impinge on and effect family functioning and relationships will be reported. The 
psychosocial developmental tasks of adolescence interact in a complex manner with 
the daily demands of living with a chronic illness such as diabetes. The nature of this 
interaction and the impact it may exert on adherence to the diabetes care behaviours 
will be described in the third section. Lastly findings on the nature of the many 
coping strategies used to manage stressful life circumstances, such as living with the 
daily demands of diabetes will be explored.
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1.1 The Management of Diabetes
Now, in our culture, good health among children is taken almost as a norm. Parents 
expect their children to be well and live long after them. The recognition and 
diagnosis of a chronic disease in a child or young person has far reaching implications 
for the child or young person themselves and their family. This is a situation 
encountered by about 10-15% of children and young people under the age of 16 years 
who are affected by a variety of chronic conditions (Cadman, Boyle, Szatmari & 
Offord 1987).
Type 1 or Insulin Dependent Diabetes Mellitus (IDDM) is the most common 
endocrine disorder in children. The prevalence rate is approximately 1.2-1.9 cases per 
1,000 children under the age of twenty. So it affects about one child in 600 in the 
U.K. IDDM is typically diagnosed during childhood. Disease onset occurs throughout 
childhood, with a peak in diagnosis at the age of twelve years (Gortmaker,1985). 
There is evidence of increasing incidence in IDDM in children. In a study in the 
Oxford area, in England, an annual increase of 11% in under five year olds has been 
identified between 1985 and 1996 (Gardner, Bingley, Sawtell, Weeks & Gale, 1997). 
IDDM is characterised by complete failure of insulin production by the pancreas, so 
daily exogenous insulin replacement is necessary for survival. This is provided by an 
injection regime of typically 1-4 injections each day. IDDM is different from Type 2 
or non-insulin-dependent diabetes mellitus (NIDDM), which is an adult onset disorder 
in which the pancreas continues to produce some insulin. NIDDM can often be 
managed by weight reduction, attention to diet and oral medication. NIDDM is rare 
during childhood.
The reason why IDDM develops is uncertain, though genetic factors are implicated in 
the disease as relatives of IDDM patients are more likely to develop the disease than 
non-relatives, even after controlling for shared environmental factors. However, only 
1 in 50 of IDDM patients’ siblings will develop the disorder before the age of twenty 
(LaPorte & Cruickshanks, 1985). Even when an identical twin is diagnosed with 
IDDM, there is only a 60% probability than the co-twin will become affected 
(Barnett, Eff, Leslie & Pyke,1981). So it is clear that additional factors determine
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disease onset. There is evidence that the destruction of the insulin-producing islet 
cells in the pancreas is an autoimmune process. IDDM is recognised only when 
sufficient numbers of islet cells have been destroyed. However the factors that trigger 
this autoimmune process are uncertain (Thai & Eisenbarth 1993).
Before 1922, when insulin was discovered, youngsters with diabetes had less than two 
years to live. Nowadays, insulin availability has changed the disorder into a long-term 
chronic disease. The long-term outcome of IDDM can be associated with severe 
disabling complications, particularly when there has been poor regime adherence. Life 
expectancy is also curtailed by the condition (Travis, Brouhard & Schreiner 1987). 
After 15 to 20 years of IDDM, most patients begin to develop one or more diabetes- 
related complications: blindness (retinopathy), renal failure (nephropathy), nerve 
damage (neuropathy), and cardiovascular (macrovascular) disease. About 30-40% of 
IDDM patients develop endstage renal disease necessitating dialysis or kidney 
transplantation; 5-10% of IDDM sufferers become blind due to retinopathy; and a 
proportion develop peripheral vascular disease which leads to gangrene requiring 
lower limb amputation. There is evidence from the Diabetes Control and 
Complications Trial (DCCT, 1994) that maintaining glucose levels in the near normal 
range prevents, delays or minimizes the serious long-term complications of IDDM. 
Compared to standard insulin therapy, the intensive therapy used in the DCCT study 
reduced the risk of kidney disease by 56%, nerve disease by 60% and vision 
threatening types of retinopathy by 45%. The volunteers in the trial were aged 
between 13-39 years old. The precise metabolic control regime involved showed that 
over a period of 4-9 years a 50% reduction in retinopathy among adolescents could be 
achieved. Moreover, a ‘dose-response’ relation between blood glucose control and 
reduction in complications were observed. Even modest improvements in control 
resulted in corresponding modest reductions in complications.
IDDM is also associated with many short-term complications for patients, and their 
families, which impose a psychological burden. Short-term difficulties are caused by 
variability in insulin dosage, dietary intake, activity level and psychological stress. 
These can lead to hypoglycaemia and hyperglycaemia. Hypoglycaemia can occur 
when insufficient is eaten for the available insulin, and blood sugar levels fall
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dangerously low, whereas hyperglycaemia occurs when too much is eaten for the 
available insulin and blood sugar levels rise above the recommended range. The 
recommended range for blood sugar levels is 5-9mmole/L., although small short term 
variations outside this range are common and probably do not have serious 
implications for long term health. Hypoglycaemia, if severe and left untreated, can 
lead to convulsions and death, though this is very rare. It may also impair normal 
brain development, which is not complete until after puberty. Mild hypoglycaemia is 
rarely associated with permanent neurocognitive deficits, unless the child was very 
young when they experienced the condition (Golden, Ingersoll, Brack, Russell, 
Wright & Huberty, 1989). However only a slight degree of hypoglycaemia can impair 
performance on tasks involving several attentional demands. More extreme 
hypoglycaemia is necessary to affect performance on simple attention tasks involving 
only single attentional demands. These effects are usually short lived, but the recovery 
of attention following hypoglycaemia lags behind the return to normal blood glucose 
levels (Reich, Kaspar, Puczynski, Puczynski, Cleland, Dell’Angela &Emanuele, 
1990). Such variations in attention may have considerable implications for day to day 
learning ability and classroom behaviour. Children with diabetes who had had 
hypoglycaemic seizures showed a pattern of memory deficits comparable to that of 
children with hippocampal damage from other kinds of seizures (Vargha-Khadem, 
Gadian, Watkins, Connelly, Van Paesschen, & Miskin,1997).
There is relatively little research on the effects of acute hyperglycaemia on cognitive 
functioning during adolescence. Rovet and Ehrlich(1997) carried out a study to 
investigate the effects of chronically elevated blood-glucose levels on tasks 
involving executive processing and attention and found increasing evidence of deficits 
with increasing age in adolescents with diabetes. Such deficits may have clinically 
important effects on aspects of daily behaviour. Hyperglycaemia which is severe 
enough to lead to diabetic ketoacidosis (DKA) definitely affects brain function and 
causes permanent EEG changes (Tsalikian, Daneman, Becker, Crumrme, & Drash 
1980).
In order to avoid or minimise the chance of suffering the above adverse short and 
longer term complications of IDDM it is vital that blood glucose levels are managed.
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The main treatment goal for children and adolescents with IDDM is the regulation of 
blood glucose levels as close as possible to the range for those without diabetes. This 
is achieved through a complex combination of insulin injections, special balanced 
diet, exercise and self-monitoring of blood glucose levels. In youngsters with diabetes 
insulin requirements are most usually met by two injections daily, one before 
breakfast and another before the evening meal. Other treatment regimes are 
becoming used increasingly e.g. three or four injections daily or an insulin infusion 
pump Two types of insulin, short and intermediate acting, in a premixed ratio are 
commonly used. Different ratios of these two types are suited to different people with 
IDDM. These insulins differ in absorption rate, time of maximal action, and length of 
action. An insulin injection providing a combination of both types of insulin is 
usually prescribed to be given twenty to thirty minutes before eating. A combination 
of insulins allows the short acting type to handle the immediate glucose produced by a 
meal, thereby reducing the rise in glucose which would occur if only intermediate 
acting insulin were given. In order to achieve good glycaemic control it is vital that 
meals are carefully timed to begin within half an hour of giving an injection. This can 
place considerable demands on family routines. The glucose content of each meal and 
snack has to be carefully balanced to suit the amount and mix of insulin injected.
To achieve the treatment goal of as near normal glucose levels as possible people with 
IDDM are advised to eat three balanced meals and three snacks each day at set times. 
Physical exercise plays an important part in diabetes management because it improves 
the utilisation of glucose and sensitivity to insulin, which leads to greater glucose 
tolerance, more stable glucose levels and a reduced insulin requirement. Children and 
young people with diabetes are advised to self-monitor their blood glucose several 
times a day. This is done by pricking a finger to obtain a drop of blood and placing 
the blood on a reagent strip that is then inserted into a computerised glucose meter to 
be ‘read’. Monitoring of blood glucose plays a key role in diabetes management as it 
gives information on glucose levels, which can be used to adjust insulin dosage, diet 
and exercise as necessary. The development of glucose meters which have a memory 
to store the results of up to 200 blood sugar tests has made the reviewing of these 
results much simpler both for the young person with diabetes and their doctors at 
clinic visits.
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Metabolic control in the majority of recent research studies involving IDDM is 
measured by glycosylated haemoglobin (HbAlc) levels. During the life of a red blood 
cell a proportion of haemoglobin will combine with glucose. The extent to which this 
glycosylation occurs is dependent on the prevailing level of glucose in the blood. The 
measurement of HbAlc at any point will provide a measure of the average blood 
glucose concentration during the preceding three months, which is the lifetime of a 
red blood cell. This assay is routinely undertaken at each visit to Outpatient Diabetes 
Clinics in the U.K. In people without diabetes HbAlc levels are in the range 4%-6%. 
In adolescents with IDDM an HbAlc level of greater than 9% is indicative of poor 
metabolic control, whilst HbAlc levels of more than 12% are considered to show 
clinically problematic metabolic control levels (Boardway, Delamater, Tomakowsky 
& Gutai, 1993).
1.2 Diabetes Management Behaviours and Family Life
Psychological factors have been associated with diabetes for many years (Maudsley, 
1899; Willis, 1684). However it is only in the last half of the twentieth century that 
psychological research with people with diabetes became more prevalent. This 
coincided with the change of diabetes from a short invariably fatal illness to a chronic 
disorder with the discovery of insulin. Initially studies were influenced by 
psychoanalytic theory and sought to describe a ‘diabetic personality’ that would help 
predict who may develop the condition (Dunbar, 1954). Failure to identify evidence to 
support the concept of such a personality led to it being abandoned. Research then 
began to take a wider focus in attempts to understand the relationship between 
psychological factors and diabetes control. The influence of individual factors such 
as knowledge, attitudes, beliefs and other psychological constructs on diabetes self 
management have been investigated. Also the influence of environmental variables 
such as family functioning and relationships have been studied. The current study 
explores some of these factors during the adolescent years.
Bradley and Marteau (1987) highlight the need for a synthesis of psychological and 
medical perspectives of diabetes management. A chronic condition such as IDDM
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requires the patient and their family to manage a complex range of health related 
behaviours as outlined above on a day to day basis. Health care providers aim to 
improve their patients’ health status, and are increasingly aware of the importance of 
understanding the psychological factors underlying diabetes-related behaviours. The 
results of the DCCT confirm the critical role of tight blood glucose level control in 
ensuring positive long-term health outcomes. So there is increasing pressure on 
patients to adhere to physician’s advice, in order to achieve as near normal glycaemic 
control as possible. This is the ideal aim of health care providers treatment regimes. 
A survey by Marteau, Johnston, Baum & Bloch (1987) identified different treatment 
goals in the parents of children with diabetes and their doctors. Parents were eager to 
avoid the short-term threat of diabetes (i.e. hypoglycaemia) whereas doctors’ 
treatment goals were driven more by the desire to reduce the long-term threat of 
diabetes (diabetic complications). They suggest that a more effective clinical alliance 
may be achieved if these varying goals were made explicit and discussed.
Concerns to achieve optimum glycaemic control and understand the individual and 
environmental factors that influence the attainment of such control have generated 
many research studies. Investigators soon identified that poorly adjusted children 
were in poorer health and lived in less favourable family circumstances (Anderson & 
Auslander,1980; Anderson, Miller, Auslander & Santiago,1980; Gath, Smith & 
Baum,1980; Grey, Genel,& Tamborlane, 1980; Johnson, 1980; Marteau, Bloch,& 
Baum, 1987; Wysocki,1993). However, the mechanisms which underpinned these 
associations was unclear. It was uncertain if poor child adjustment and a disrupted 
family environment caused poor glycaemic control or whether poor health led to child 
maladjustment and family disruption. More recent research has attempted to identify 
how psychological factors may affect glycaemic control. Johnson (1995) has 
proposed a model (see below) suggesting that adherence to the diabetes care regime 
and stress are the primary mechanisms by which other psychological and 
environmental factors (e.g. child adjustment, family environment, peer relationships, 
knowledge of diabetes, health care provider behaviour ) influence glycaemic control. 
Psychological factors explain only a proportion of the variance in glycaemic control, 
it is vital to take account also of biological factors (e.g. metabolic rate, residual 
endogenous insulin production) to understand glycaemic control.
17
Health Care 
Provider
Disease
Knowledge
Medical
Regime
GLYCAEMIC
CONTROL
ADHERENCE
BEHAVIOURS
Child
Adjustment
Physiological
Factors
Family
And
Peers
Stress
Figure 1: Model of Factors affecting Glycaemic Control
It is evident from the model above that adherence is of central importance in seeking 
to explain level of glycaemic control. Prevalence data suggest that nonadherence is a 
major problem in both children and adults with IDDM (Johnson, (1992), La Greca & 
Schuman, (1995)). The definition of adherence and its measurement are complex, 
and evidence to support the proposed link between adherence and glycaemic control 
has been challenging to find.
Advances in treatment for IDDM may place increasing behavioural demands on 
young people and their families. The findings of the DCCT that intensified regimes 
can improve blood glucose control and thereby reduce the likelihood of severe health 
complications (e.g. retinopathy, nephropathy) may lead to such increased demands. 
These intensified regimes involve multiple daily blood glucose testing, daily re- 
evaluation, and if necessary, adjustment of insulin requirement, and regulation of 
dietary intake. So, medical advances can bring new challenges for treatment 
adherence.
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1.2.1 Adherence is Multidimensional
Adherence behaviour has been conceptualised as a trait-like characteristic of the 
patient. This may be an unhelpful over-simplification. The quality of the medical 
advice given to people with diabetes is often poorly defined and nonspecific. Insulin 
dosage requirements are generally well communicated to patients and documented, 
but other aspects of diabetes care such as timing of injections, diet, exercise and 
glucose testing are all too often not. The person with IDDM is advised to ‘take some 
exercise’ or ‘avoid foods with a high fat content’. Such unclear communications to 
people with IDDM are not likely to lead to good quality of care, or adherence to vital 
health related behaviours. The view that some patients are adherent, and others not, 
with all components of their diabetes care regime is oversimplistic. Research findings 
show that a patient’s behaviour with regard to one part of the diabetes regime is not 
predictive of the same patients’ behaviour on other aspects of the regime. Even within 
a single behavioural area, (e.g. diet) patient behaviour may be inconsistent from one 
dietary area to another, (Glasgow, McCaul & Schafer, 1987; Johnson, Silverstein, 
Rosenbloom, Carter & Cunningham 1986; Johnson, Tomer, Cunningham & Henretta 
1990). Such findings indicate that the definition and measurement of adherence is 
complex. It is also clear that adherence is best thought of as a dynamic process, during 
which patients change aspects of their health related behaviours in response to 
changes in external factors such as family situation, developmental age, peer 
relationships and mood levels, (Wing, Epstein, Nowalk, & Lamparski,1986).
1.2.2 Knowledge and Adherence
Adolescents with IDDM are known to be less adherent than younger children., 
(Christensen, Terry, Wyatt, Pichert, & Lorenz, 1983; Ingersoll, Orr Herrold & Golden 
1986; Jacobson , Hauser, Wolfdorf, Houlihan, Milley,Herkowitz, Wertlieb, & Watt, 
1987, Jacobson, Hauser, Lavori, Wolfsdorf, Herkowitz, Milley, Bliss, Gelfand, 
Wertlieb, & Stein 1990; C. Hanson , Henggler et al 1992; Johnson, Freund, 
Silverstein, Hansen & Malone 1990; Johnson et al 1986, Johnson, Kelly, Henretta,
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Cunningham, Tomer & Silverstein, 1992 Lorenz, Christensen & Pichert 1985). 
Despite the fact that adolescents typically know more about their diabetes than 
younger children this does not necessarily lead to improved metabolic control of their 
diabetes, (Johnson, Poliak, Silverstein, Rosenbloom, Spillar, McCallum, & Harkavy, 
1982; Weist, Finney, Barnard, Davis & Ollendick, 1993).
This suggests the relationship between disease knowledge and adherence is not 
strong. Some studies report more knowledgeable young people to be more adherent 
to their diabetes care regime, (Christensen et al 1983; Lorenz et al, 1985), i.e. carry 
out more of the health care behaviours advised by their physican. A large longitudinal 
study by Johnson, (1995) looked at the effects of mother and child knowledge of 
diabetes and a range of other child and family factors. These included mother and 
child attitudes to rule governed approach to diabetes care, parental supervision and 
past adherence behaviours. Interestingly she found that mother and child knowledge 
did not consistently predict all components of diabetes care behaviours, but better 
maternal knowledge was associated with more frequent blood sugar level testing, 
whereas better child knowledge was associated with a lower fat, higher carbohydrate 
diet. This suggests that adequate knowledge about diabetes is necessary for good 
adherence but it is not sufficient alone. Other factors such as level of parental 
involvement in the child’s care may be more important, (Bobrow, AvRuskin & Siller 
1985; Anderson, Auslander, Jung, Miller & Santiago 1990; C. Hanson, Henggeler & 
Burghen, 1987). Ingersoll et al (1986) report findings that by the time adolescents 
reach the age of 15 parents no longer regularly participate in their diabetes care, the 
young people are expected to take full responsibility. Johnson (1995) also found 
evidence that parents became less strict in their approach to diabetes care and reduced 
their level of supervision as their children got older. So it may be that a reduction in 
parental involvement, an expectation of increasing adolescent responsibility and a less 
rule oriented approach to diabetes care within the family all contribute to the poorer 
adherence seen during the adolescent years. Young people’s perception of the care 
and support they receive from their parents at varying ages is explored in this study.
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1.2.3 Puberty
Ryden, Nevander, Johnson, Hansson, Kronvali, Sjoblad & Westbom (1994), report 
that non adherence and poor metabolic control may affect up to 20-30% of 
adolescents with IDDM. They suggest the demands of the diabetic care regime 
combined with both physiological and psychological factors found during 
adolescence all influence the poor metabolic control and nonadherent behaviour 
which occurs during the teenage years. Hormonal fluctuations and increased physical 
growth are among the major physiological factors affecting metabolic control. There 
is also now increasing evidence that insulin resistance increases during puberty in 
both healthy and IDDM adolescents, (Amiel, Sherwin, Simonson, Lauritano & 
Tambourlane, 1986; Cutfield, Bergman, Menon, & Sperling 1990). The exact 
mechanism underlying this increasing resistance is unknown, but it is certain that it 
has considerable impact on the management of IDDM during the pubertal years. It is 
vital such physiological factors are recognised and controlled, to help promote better 
metabolic control, rather than the assumption made that poor adherence occurring 
during this developmental phase, alone, accounts for the poor metabolic control 
frequently seen during adolescence.
1.2.4 Parental Involvement
Psychological factors such as the increasing importance of peer identification and 
acceptance can lead to denial of diabetes related needs, whereas the need for 
autonomy from parental control often leads to conflict over parental demands for 
adherence. Both of these circumstances can have a negative impact on adherence, 
metabolic control, and parent-child relationships. This will be discussed further 
below.
Johnson’s 1995 study suggests that the role of parental involvement in adherence is 
complicated. She found that increased parental supervision was associated with better
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adherence to recommended timing of insulin injections and more exercise. However, 
for aspects of dietary adherence (total calories, concentrated sweets and fat 
consumption) increased parental involvement was associated with poorer adherence. 
This may be linked to parental desires to avoid hypoglycaemic episodes, as found by 
Marteau et al. (1987). It is also possible that with increasing age young people feel 
their parents involvement in their diabetes care is over protective and in conflict with 
their desire for increasing autonomy, leading to an increased likelihood of rebellion 
against the restrictions of diabetes health care behaviours.
There are several studies looking at longitudinal patterns of daily diabetes care. These 
suggest that once established, the care patterns retain some consistency over periods 
as long as four years, (Jacobson et al. 1990; Johnson et al, 1992; Johnson, 1995). 
Children and young people from families with healthy lifestyles involving good 
exercise levels and balanced dietary intake are more likely to adapt readily to these 
aspects of the diabetes care regime. Whereas children and young people from families 
where such behaviours are not part of the family routine may have more difficulty 
adhering to these parts of their diabetes care regime. Whereas family norms around 
exercise and diet are in place prior to a diagnosis of DDDM there are other disease 
specific behaviours which have to be learnt and established, such as insulin injections 
and blood sugar testing. Jacobson et al.’s (1990) longitudinal study of young people 
newly diagnosed with IDDM indicated that adherence is optimal at the time of 
diagnosis and tends to decline after this. A great deal of time and attention is 
typically spent with youngsters and their families at the time of diagnosis, sometimes 
as an inpatient in a Paediatric Ward, or as an outpatient. These findings suggest that 
newly identified young people with IDDM may require closer follow up for longer 
periods to give the opportunity for focus on maintenance of diabetes care behaviours 
initially learnt at the time of diagnosis.
It is unsurprising that better adjusted children and young people show better 
adherence to the demands of diabetes care, (Jacobson et al, 1990; Littlefield, Craven, 
Rodin, Daneman, Murray & Rydall, 1992; Wysocki, Hough, Ward, & Green, 1992), 
though not all studies have identified this association (C. Hanson et al. 1987). 
Similarly, families with low levels of conflict and high levels of organisation are
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associated with better management of IDDM (Bobrow et al. 1985; Hauser, Jacobson, 
Wertlieb, Brink & Wentworth, 1985; Schafer, Glasgow, McCaul & Dreher, 1983). 
Other research has found that family flexibility, adaptability and frequent diabetes 
related supportive (or infrequent unsupportive) family behaviours are associated with 
better levels of adherence to all aspects of diabetes care ( C. Hanson, DeGuire, 
Schinkel & Henggeler, 1992; C. Hanson, Henggeler et al. 1992; Schafer et al. 1983; 
Schafer, McCaul, & Glasgow, 1986).
1.2.5 Psychological Interventions
A range of psychological intervention programmes have been implemented and 
evaluated to determine which are most effective in preventing poor metabolic control, 
improving poor adherence to diabetes care regime and ameliorating psychosocial 
adjustment difficulties in children and adolescents with IDDM. These lead to a 
number of conclusions, (Campbell & Patterson, 1995; Grey, Kanner & Lacey, 1999; 
Kibby, Tyc, & Mulhem, 1998; Padgett, Mumford, & Hynes, 1988; Rubin & Peyrott, 
1992). The increased knowledge about diabetes following only psychoeducational 
interventions for young people with diabetes did not lead to increased adherence or 
improved metabolic control. Behavioural interventions, however, which focus on 
enhancing the skills necessary to adhere to diabetes care regimes were found to lead 
to improved adherence. The effective behavioural programmes involve setting clear 
goals, use of contingency contracts, modelling, feedback, consistent reinforcement 
and skills practice. Such programmes may be family based or child-focused. The 
effectiveness of a number of behavioural intervention studies with adolescents with 
diabetes has been reviewed by Hampson, Skinner, Hart, Storey, Gage, Foxcroft, 
Kimber, Cradock & McEvilly, 2000; and found to be moderately effective. The 
studies that generated the largest effect sizes were carried out in specialised diabetic 
clinics, targeted change in specific behaviours and necessitated high levels of 
commitment by the participants, (Anderson, Brackett, Ho, & Laffel, 1999; Grey, 
Boland, Davidson, Yu, Sullivan-Bolyai & Tamborlane, 1998; Grey, Boland, 
Davidson, Yu, & Tamborlane, 1999).
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A range of systemic family interventions can improve adherence and diabetic control. 
These may affect adherence by reducing child-parent conflict about diabetes care 
issues and improving family communication and problem solving so that discussions 
between parents and young people about care regimes are more constructive. Family 
interventions can also directly affect metabolic control by causing a reduction in stress 
levels and increasing the levels of support received by young people with diabetes, 
thereby reducing the release of adrenaline and other stress related hormones. 
Programmes to provide coping skills training in which youngsters learn stress 
management or social skills can improve metabolic control by reducing psychosocial 
stress. This may enhance metabolic control directly by reducing the production of 
adrenaline and other stress related hormones, and indirectly by empowering 
youngsters to cope effectively in interpersonal situations that could influence 
adherence, e.g. managing peer pressure to transgress dietary advice. The level of 
intervention required to achieve optimal metabolic control will depend on the severity 
of the diabetic problems. In young people where there are severe disturbances in 
metabolic control intensive individual and family therapy in an inpatient setting may 
be necessary, (Anderson & Collier, 1999). Individual psychoanalytic psychotherapy 
three to four times a week within an inpatient environment has been found to be 
highly effective in improving the diabetic control of 11 children compared to a control 
group who received only inpatient medical care, (Moran, Fonagy, Kurtz, Bolton, & 
Brook, 1991).
The diagnosis of IDDM in a young person is a major event in not only the young 
person’s life, but in that of their whole family. A period of adjustment by all family 
members to the demands of diabetes care is necessary. Treatment programmes can 
regulate and restrict relationships between family members, having to be aware of 
sugar intake inevitably affects parent-child relationships, by increasing parental 
supervision of food intake. Dietary restrictions such as these lead families to 
renegotiate beliefs about personal responsibility and control, about whether to 
minimize or emphasize differences, e.g. ensuring everyone eats an altered diet and 
avoids high sugar foods or only the person with IDDM. In practice altered whole 
family eating patterns frequently follow a diagnosis of IDDM in a family member. 
Other family members may be resentful of changes in diet. A family may need
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professional help following diagnosis to establish adaptive changes to their family 
functioning to allow support for diabetes related behaviours, e.g. dietary adherence. A 
young person newly diagnosed with IDDM may find parental interest in their diet and 
meal times very hard to accept if previous family norms had been that everyone eats 
whatever they wish whenever they feel hungry (Altschuler, 1997).
Relationships and roles within families and their social networks may be changed 
dramatically in response to the demands of a chronic illness. Parents of a child with a 
chronic health condition are responsible not only for the physical care of their 
children, but also for dealing with medical, educational and other service providers. 
The need to develop helpful collaborative relationships with a number of health care 
professionals to maintain your child’s health is a situation which many parents find 
challenging as do the children and young people who are the recipients of this care. 
Such parents have to help their children cope with both the physical and emotional 
demands of their illness as well as balancing potentially competing family needs. 
Providing the necessary daily care to children with chronic illness can present parents 
with a range of burdensome tasks that can lead to increased tension, depleted energy 
and can be accompanied by symptoms of psychological distress, (Hanenstein, 
Marvin, Synder & Clarke; 1989). In a research study using the Parenting Stress Index 
mothers of children with IDDM were found to score highly on the Child 
Demandingness scale and lower on the Child Acceptability scale compared to 
controls. In the parent scales these mothers scored lower on Attachment, Competence 
and Health compared to controls. The findings point out the importance of health 
professionals working with the mothers of children with IDDM to reassure them of 
their competence and explicitly help them identify positive characteristics of their
children.
Garrison, Biggs & Williams (1990) found that temperament characteristics of both 
children with IDDM and their mothers were implicated in understanding adherence to 
diabetes care regimes. They suggest the need for greater attention to parental 
characteristics and their importance in the daily routines of diabetes care, as a 
combination of maternal temperamental differences could be used to identify nearly 
90% of the children, aged 3-10 years, showing extremely poor metabolic control in
25
their study. The impact of such parental characteristics for adolescents with IDDM is 
likely to be more complex, as older children are more likely to be responsible for their 
own daily care. It is important to remember, however, that Jacobson et. al. (1990) and 
Johnson, (1992,1995) have found evidence of consistent care patterns over a number 
of years in young people with IDDM so the influence of parental characteristics may 
remain into the adolescent years even after parents have largely withdrawn from daily 
involvement in health care practice. The pace of this withdrawal by parents is likely to 
be critical in helping maintain optimum blood sugar levels during the adolescent 
years, and is assessed in the current study.
Indeed, Florian & Elad (1998) report on the influence of mothers’ sense of 
empowerment on the metabolic control of their adolescent children with IDDM. 
They found the level of maternal sense of empowerment contributed significantly to 
their children’s adherence to treatment. Maternal sense of empowerment was 
considered to reflect a perceived control and efficacy over the course of life events 
and effectiveness in influencing life conditions through problem-solving skills, coping 
strategies, and effective use of resources, (Jones, Garlow, Turnbull & Barber; 1996). 
Maternal sense of empowerment and level of education together explain a significant 
proportion of the variance in their children’s metabolic control. Davis (1993) reports 
findings that in a survey of mothers of children with diabetes 31% of them were 
identified to have ‘stress levels’ that would have benefited from professional mental 
health intervention.
Changes in sense of family identity occur following a diagnosis of IDDM, which can 
affect relationships both inside and outside the family. The employer of the mother of 
a child with IDDM may consider her a less than ideal employee due to her absences to 
attend clinic appointments with her child. The family will need to reconstruct both 
relationships and assumptions following the recognition of IDDM in a family 
member. Issues such as the right to prioritize activities unrelated to the illness, like 
school work or family rituals, the right to personal privacy, and what friends and 
employers can and should expect all need to be rethought and clarified. There may be 
a struggle to find a balance, which suits all family members, between the demands of 
diabetes care and normal family needs. Minuchin, Baker, Rosman, Leibman, Milman
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and Todd (1975) explore how the demands of the diabetes care regime can cause the 
family system to increasingly revolve around the child with diabetes at the expense of 
other family members. The developmental, emotional and practical needs of the 
person with diabetes and other family members may be neglected due to the medical 
focus of the diabetes care regime. Following the recognition of diabetes it is vital that 
families manage to integrate their experience of the illness in a way that enables them 
to maintain their sense of competence as a family and that allows them to retain a 
sense of identity incorporating but not overwhelmed by the illness, (Altschuler, 1997).
1.3 Development Needs and Family Functioning
The existence of a chronic illness in a family system alters the context in which 
family members give and receive nurture, stimulation and age appropriate limit 
setting. So illness will affect the organisation of many basic care giving behaviours 
within the family. The presence of a chronic illness in the family may cause 
conflicting pressures. The behaviours and emotional care required by the illness can 
be difficult to reconcile with meeting the developmental needs of the young person. 
How such factors are managed within the family varies greatly and will impact on the 
young person’s adherence to treatment and metabolic control. Marteau, Bloch & 
Baum (1987) found that children, aged 5-lbyears, with diabetes who live in families 
characterised by cohesion, emotional expressiveness, lack of conflict and a mother 
satisfied with her marriage had better diabetic control than children living in families 
with opposite characteristics. Family psychological functioning was assessed using 
the Moos Family Environment Scale. Children who lived with both or one biological 
parent showed significantly better diabetic control than those living with a step-parent 
or adoptive parents in this study. Other family factors such as social class, level of 
income, employment status and educational attainment of either parent showed no 
relationship to diabetic control.
In contrast to this, Gowers, Jones, Kiana, North & Price (1995) report findings that 
there is little association between glycaemic control and family functioning as 
assessed by the McMaster Family Assessment Device whether rated by the adolescent 
or a parent. The participants in their research were adolescents with IDDM aged
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between 12-16 years, and their families. Poor diabetic control (HbAlc >10) was 
found in almost 50% of the adolescents attending two paediatric clinics who took part 
in the study. There was a significant difference in reported parental involvement in 
the diabetic regime between the well and poorly controlled adolescents. Parents were 
more likely to be involved (44%) in administering injections to the child in the well 
controlled group, whilst parental involvement in injections was only occurring in 15% 
of the poorly controlled group. It is difficult to be certain if such involvement 
reflects appropriate levels of support and care or is evidence of over intrusiveness. 
These researchers found that reported adherence to diabetic regime behaviours is not a 
good predictor of metabolic control as measured by HbAlc levels. As Eiser (1993) 
points out parental efforts to help and support their child may be perceived as 
intrusive by the child, and as sabotaging their own attempts to manage their treatment 
and develop more autonomous behaviours.
Kovacs, Kass, Schnell, Goldston and Marsh (1989) looked at the relationship between 
family functioning and metabolic control soon after diagnosis of diabetes and again 
six years later. They did not find any relationship between these variables at either 
assessment time and concluded it was not possible to predict metabolic control from 
the quality of marital or family relationships. Interestingly they did identify a subset 
among their participants who were characterised by both inadequate metabolic control 
and poor family environment. They suggest that the relationship between poor family 
functioning and less than adequate metabolic control may only be evident in extreme 
cases of malfunctioning. For the majority of families functioning at slightly 
inadequate or acceptable levels there is no evidence of a causal relationship between 
family functioning and metabolic control.
The nature of the family climate in families with adolescents with diabetes has been 
explored over a period of four years by Seiffge-Krenke (1998) in an attempt to link 
this with metabolic control and compare changes over time with a control group of 
families without an adolescent with diabetes. She found that compared to families 
with healthy adolescents, families caring for an adolescent with diabetes described 
their family interactions as considerably more structured and less cohesive and 
stimulating. Family climate was not associated with metabolic control and varied little
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over time, with illness duration, and adolescents’ gender. Her findings suggest 
continuing parental monitoring is necessary for good metabolic control; but she points 
out the importance of achieving a balance between medical adaptation to the illness 
and the adolescent’s developmental needs. There is an interesting suggestion that 
there may be a conflict between good metabolic control and perceived sense of 
wellbeing among adolescents with diabetes. A survey of adolescents with diabetes by 
Close, Davies, Price and Goodyer (1986) found that young people who considered 
themselves ’possibly depressed’ had a lower self esteem, a greater external locus of 
control and better diabetic control than those not reporting low mood.
The importance of exploring psychosocial factors and their role in poorly controlled 
diabetes is reported by White, Kolman, Wexler, Polin and Winter (1984). They 
studied a group of children and adolescents with labile diabetic control that had led to 
recurrent episodes of diabetic ketoacidosis. They found that a majority of the group 
lived in families with substantial psychosocial dysfunction, including unresolved 
interpersonal conflict, inadequate parenting, absent fathers, financial strains, and lack 
of family involvement with diabetes care. Many of the children in the group showed 
behavioural and personality problems. In most cases there was evidence of difficulties 
in the child’s functioning prior to the onset of diabetes. The authors point out the 
value of a thorough psychosocial assessment, as well as a physical care package, in 
young people who suffer recurrent episodes of ketoacidosis. These findings indicate 
that in some families the additional demands of caring for a child with a chronic 
illness within an already struggling family system may prove a challenge which is 
impossible to meet.
It is a mistake to assume that the impact of having a family member with a chronic 
illness is always detrimental to relationships within the family system. Horowitz and 
Kazak (1990) found that chronic illness provides an opportunity for siblings to 
develop prosocial skills, such as showing more affection, consideration, helping and 
praising compared to children from families where there is no chronic disease. 
Hauser, Jacobson, Wertlieb, Weiss-Perry, Follansbee, Wolfsdorf, Herskowitz, 
Houlihan and Rajapark (1986) report that following a diagnosis of diabetes in a child,
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families tend to show more ‘enabling behaviours’, such as acceptance, empathy and 
positive problem solving activities.
Waller, Chipman, Hightower, North, Williams and Babick(1986) report findings 
which point to the importance of the relationship between specific parental behaviours 
and metabolic control, in interaction with factors such as child’s age and gender. 
Good control was more evident when parents watched the child test their blood sugar 
levels, recorded the results and where a family member was available to talk to the 
child about diabetes. Some gender specific differences were identified as boys were in 
better metabolic control in families which offered close guidance and firm discipline, 
whereas girls showed better control where families were warm and caring, with less 
focus on parental discipline. The aspects of parental behaviour that were associated 
with good control also varied according to the child s age. Parental involvement in 
daily diabetes management (helping the child to carry out procedures and prompting 
them to do tasks), was associated with good control in younger children, but relatively 
poor control in older children. Fonagy, Moran and Higgitt (1989) found that the 
absence of parental participation in and supervision of numerous aspects of the 
diabetic regime was the single most powerful predictor of poor blood glucose control 
in their sample of 123 children and young people with diabetes between the ages of 6- 
l byears.
1.3.1 Adolescence
Adolescents may be resentful of parental involvement in management and react 
against being reminded by their parents about treatment adherence. However, they 
may not yet be capable of managing their self-care consistently without such support. 
It is probable that this aspect of parent-adolescent relationships is a factor in the poor 
metabolic control that is seen in many adolescents with diabetes. Adolescence is a 
developmental period characterised by increasing autonomy and independence of the 
young person from the family system. This is balanced by an increased need to belong 
to peer groups and not display or acknowledge aspects of oneself which may 
jeopardize such group membership and acceptance. These factors are often
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encountered clinically and may be causally related to adolescent nonadherence and 
poor metabolic control. Kaplan, Chadwick, and Schimmel (1985) tried to teach a 
group of adolescents how to deal with social situations which may cause them to 
deviate from their diabetic care regime in more adaptive ways which did not result in 
nonadherence. This intervention did lead to an improvement in diabetic control. 
However, other studies using similar techniques failed to achieve such an 
improvement (Gross, Wojnlower, Levin, Dale, Richardson and Davidson, 1983). It is 
clearly not correct to assume that all adolescents with diabetes experience social 
interactions with their peers as a major obstacle to their diabetes management. This is 
likely to be one of many factors relevant to adherence behaviour at this age, together 
with fam ily  interactions and the quality of parental support, as discussed above.
Adolescence is a life stage of rapid change and ambivalence. The adolescent is neither 
a child nor an adult. Both physical and emotional changes occur quickly which can 
be alarming, making the adolescent feel uncertain and at a loss about how to act. 
Rapid mood changes can further confound this apparently irresponsible, irrational and 
inconsistent life stage (Cerreto & Travis, 1984). During adolescence attempts are 
made to master many of the developmental tasks of childhood at a more mature level. 
Increasing cognitive skills create an enhanced ability to understand abstract ideas, 
hypothesise and think about possibilities. This new cognitive flexibility permits more 
mature and complex conceptualisations of health and illness. The personal-social 
tasks of adolescence become increasingly complex involving a balance between social 
norms and patterns of behaviour and the development of an individual value system. 
Youthful idealism often comes up against reality as a more sophisticated moral code 
is developed which can distinguish between concepts such as morality and law and 
rules from justice. Adolescents find themselves questioning old value systems and 
accepting them or rejecting them and finding new ones.
In preparation for adulthood adolescents need to make sense of the world, set realistic 
limits and goals, learn that rules vary between people and over time, and learn how to 
balance their own rights and the rights of others, and learn mature ways to cope with 
peer pressure. Successful negotiation of these tasks results in the achievement of 
gradual independence from adults, achieving intimate personal relationships, and
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eventually choosing a mate, a career and a life philosophy. Among the developmental 
tasks of adolescence are the adjustment to the emotional and physical changes of 
puberty, leading to a sense of body integrity and identity. At this time the demands of 
diabetes care interact negatively with the achievement of these developmental tasks, 
as the life altering implications of diabetes become increasingly evident to the young 
person. The difference to their peers may become acutely obvious when peer group 
membership is an important focus of concern for the adolescent. During adolescence 
the abnormality of daily injections, constant attention to balanced food and alcohol 
intake and monitoring of physical activity becomes starkly obvious. The gradual 
assumption of independence by the adolescent, which can be fraught anyway, may be 
further complicated by well meaning parental watchfulness, concern or intrusion into 
the diabetes care regime. This can lead the young person to experiment with aspects 
of their health care regime. During the adolescent years as the earlier parental 
involvement in and support for the care regime reduces the reinforcing reward 
systems of parental attention and praise are also often removed (Brooks-Gunn,1993).
1.3.2 Adolescent Risk Taking
The requirement to take medication, follow dietary advice and monitor physical 
activity levels does not reconcile easily with the adolescent’s increasing desire for 
autonomy, (Shaw, 2001). As well as causing dependence on doctors and medical 
treatment, chronic illness treatments are a constant reminder of being ill, and therefore 
different. Illness and the side effects of medication can lead to delays in physical 
development, e.g. menarche in adolescent girls, which can further alienate the young 
person from their peers. The need to adhere to treatment regimes can lead to the 
restriction of age-appropriate activities with peers, sometimes unnecessarily due to 
parental anxieties. Brooks-Gunn (1993) has highlighted some of the factors that may 
interfere with the adolescent’s ability to assess the risks of failing to adhere to their 
health care regimes. They may have cognitive difficulties assessing personal risk, lack 
of experience with the consequences of risk, ignorance and denial. In addition, the 
phenomenon of adolescent omnipotence may lead young people with diabetes to 
believe they are immune to the consequences of failing to follow their treatment
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regimes, particularly if they do not experience any immediate ill effects of minor 
deviations to recommended treatment regimes. Hamburg and Wortman (1997) say 
that in early adolescence it is frequently found young people have a narrow range of 
perceived solutions to problems, ignore long-term consequences and rush into hasty 
decisions when faced with family or peer pressures to conform.
Risk-taking is a normal and healthy behaviour used by adolescents to achieve the 
developmental tasks of separation-individuation, identity formation and the 
establishment of relationships outside the family (Ponton,1997). As Carson and 
Kelnar(2000) point out the consequences of such behaviours may have a major impact 
on glycaemic control as, for example, omission of insulin injections is common. This 
may be reflected in weight loss which may be a desired outcome, particularly among 
adolescent girls with diabetes. Eating disorders are more common among adolescents 
with diabetes than in the general population (Steel,1995). Shaw (1998) suggests that 
the incomplete adherence to some aspects of the treatment regime seen in some 
adolescents with chronic illness can be conceptualised as part of a spectrum of risk 
taking behaviours. In this context it may be helpful for health care professionals to try 
to distinguish potentially adaptive incomplete adherence as a form of normal 
adolescent risk-taking behaviour that could promote adolescent individuation and 
development. It is vital to be clear that complete adherence is not synonymous with 
good medical outcome, as Johnson (1995) points out most studies in diabetes have 
shown either no relationship or only weak correlations between treatment adherence 
and glycaemic control.
1.3.3 Adolescents Social Support from Family and Peers
Skinner and Hampson (1998) have explored the relationship between family and peer 
support and adolescents’ personal models of diabetes in order to see how these factors 
interact to effect self-care and wellbeing in adolescents with diabetes. They found 
that perceived impact of diabetes and peer support were significant predictors of 
depression, whilst level of family support was a significant predictor of all self­
management measures. They suggest that the illness representations of the adolescent
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may act to mediate the influence of the family environment. Illness representations 
are conceptualised as being made up of beliefs concerning efficacy of treatment, 
ability of self-management to control diabetes and prevent complications of diabetes, 
consequences of diabetes, seriousness of worry about diabetes and the impact of 
diabetes on their daily life. Using a questionnaire version of the Personal Models of 
Diabetes Interview (Hampson et al. 1990), Glasgow et al.(1997) found, in a sample of 
2000 adults with diabetes, that personal illness representations about treatment 
effectiveness proved to be a better predictor of self-management than either perceived 
seriousness or barriers to adherence. It is possible that as part of, or additionally to the 
process of learning coping strategies from family members (Seiffge-Krenke & 
Schulman, 1993) supportive families could encourage the assimilation of more 
adaptive illness representations (Lau et al.,1990). Bobrow et al. (1985) found some 
support for this idea in a study of mother and adolescent daughter interactions. Girls 
who felt that their self-management of diabetes activities would not prevent long-term 
complications showed poor adherence to these activities. Gedmin et al (1997) report 
findings that show that the diabetes management goals of the person primarily 
responsible for diabetes care are closely related to long-term and short-term blood 
glucose levels in adolescents. This indicates that the timing of and pacing of the 
transfer of responsibility during the adolescent years will be a key factor in the 
maintenance of blood glucose control during this life stage. This process can be 
complex and difficult to achieve due to psychological factors within the adolescent, 
their parents and within their relationships. Eltringham and Aldridge (2002) discuss 
the transfer of responsibility for safely managing danger from parents to their 
adolescents. They describe the role of parents in providing protection to allow young 
people to ‘make mistakes’ whilst providing a ’safety net’ as they do so. When an 
adolescent son or daughter has diabetes the type of ‘mistakes’ that can be tolerated 
may be difficult to determine. Experimentation with the diabetes care management 
with the associated risk of ‘mistakes’ may be life threatening and therefore 
unacceptable to a parent who feels obliged to provide a high level of vigilance to their 
young person’s daily activities. This ‘safety net’ may become stiflingly tight to the 
young person, increasing the likelihood of rebellion and risk taking. A relaxed 
parental attitude towards ‘mistakes’ may on the other hand lead to a young person 
perceiving their needs are being neglected. This could lead to them making
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increasingly flagrant mistakes in order to draw the strings of the safety net closer 
around themselves to gain more parental attention and support.
Studies have shown that during adolescence peers and friends are an important source 
of emotional support for the young person with diabetes (Meldman,1987; Skinner et 
al.,1996).Findings show that friends’ support was related to metabolic control 
(Skinner et al.,1996) and adherence(La Greca et al., 1995), but this relationship was 
not evident after controlling for family support. As well as providing support for 
adherence to health care regimes, emotional support from friends is likely to be linked 
with general well-being in adolescents with a chronic illness. Wallander and Varm 
(1989) looked at adjustment in several chronic conditions and found that the presence 
of support from both family and friends together was predictive of better 
psychological adjustment. In a group of adolescents with diabetes Vami et al., (1989) 
found that lower peer support, but not family support, was associated with higher 
levels of internalizing and externalizing behaviour problems.
The importance of school attendance in promoting independence and autonomy for all 
children is stressed by Fowler, Johnson and Atkinson (1985). When a child has a 
chronic illness, such as diabetes, school attendance has additional significance, as it is 
often the benchmark by which the impact of the illness is measured. The school 
environment offers opportunities for social interactions as well as academic learning, 
both of which are likely to be compromised by frequent absences. Weitzman (1984) 
argues that school attendance is necessary in order for the child to become aware of 
social and cultural norms outside the family. Thereby developing a sense of identity 
with these norms and values, and a sense of belonging to a wider social group than the 
immediate family. School is likely to play a particularly important role in this respect 
during the adolescent years when desire for peer group affiliation is strong and the 
development of a sense of identity outside the family is important. Good levels of 
school attendance signal to all involved with the child that they can lead a ‘normal’ 
life. Poor school attendance by a child with diabetes can have far-reaching effects 
within the family, for example, by preventing a mother taking up employment outside 
the home. A contributory factor to poor school attendance among young people with 
diabetes may be the level of understanding they perceive their teachers to have about
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their illness. Some years ago, Bradbury and Smith (1983) found that teachers were 
uninformed about diabetes, even when they were teaching a child with the illness. 
They expressed many concerns about appropriate behaviour, and the extent to which 
the child should be encouraged to participate fully in the school curriculum. The level 
of knowledge about diabetes amongst their teachers can be a key factor in 
determining the speed of a young person’s return to school following diagnosis of the 
condition, which may have far-reaching consequences in setting a pattern of poor 
school attendance thereafter. The importance of providing schools with information 
about diabetes to enable them to give a fully inclusive educational experience to their 
pupils with the illness has been increasingly recognised. Now organisations such as 
Diabetes UK make available to parents a Schools Information Pack for this purpose. 
This can be very helpful during the years of primary schooling when a child spends 
the majority of their school day in the company of one teacher. However, during the 
years of secondary schooling many teachers may have contact with a pupil with 
diabetes throughout the school day and it is more difficult to ensure that they all have 
an appropriate level of knowledge about diabetes. In many areas Health-Education 
liaison is undertaken by the Paediatric Diabetes Nurse Specialist (PDNS) to support 
the parents. The way in which diabetes information from parents or the PDNS is 
disseminated through the school system will vary from school to school but is 
generally likely to more effectively achieved in the smaller environment in primary 
schools than in secondary schools. Even then it may not be passed on as children 
move up a class. It is important to include in the information sessions all school staff 
who may have contact with the young person with diabetes, such as midday 
assistants, swimming instructors and Education Welfare Officers, as well as teachers. 
The young person with diabetes’ school attendance is likely to be influenced by the 
knowledge level and behaviour of all within the school environment, adults and 
fellow pupils. The extent to which and the way in which information about diabetes 
is, or is not, shared with fellow pupils should be a matter for the young person with 
diabetes to decide, in consultation with their parents and teachers. Following 
diagnosis, and when changing schools they may also need some help to think about 
how they will respond to questions from their peers about their condition. Younger 
children may be ostracized on returning to school following diagnosis due to their 
peers mistaken belief that diabetes is contagious and therefore a risk to them. Such a
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situation is less likely in adolescence when most young people have developed a more 
mature ‘disease concept’ and are likely to be more knowledgeable about diabetes ( 
Siegal & Peterson, 1999).
1.4 Coping
How young people conceptualise and therefore respond to health related stressors is 
related to their illness representations. These cognitive representations of illness 
influence the adoption of health care behaviours and regulate ways of coping. In 
thinking about chronic illness Nerenz and Leventhal(l 983) describe the concept of a 
‘self-illness relationship’ which relates to the overlap between representations of the 
self and the illness. They suggest three possible ways such an illness representation 
can influence ideas of self. Firstly, the illness is totally involved with the self and so 
permeates every aspect of living; second the illness may be ‘encapsulated’ by the 
sufferer so that only part of the life is seen as effected; and thirdly people may refuse 
to accept the illness as part of their self-system and try to deny or ignore its existence, 
(Leventhal et al. 1997).
Coping is a complex concept. It is well defined by Lazarus and Folkman (1984) as 
‘constantly changing cognitive and behavioural efforts to manage specific external 
and/or internal demands that are appraised as taxing or exceeding the resources of the 
person’. Compas, Worsham and Ely (1992) have identified four approaches in studies 
of coping in children and adolescents. These are the cognitive-appraisal model 
(Lazarus & Folkman,1984); the primary-secondary control model (Rothbaum,Weisz 
& Snyder, 1982); the ego-psychological model (Murphy & Moriarty,1976) and the 
monitoring-blunting model(Miller,1980). All these models assume coping can be 
understood in two ways. People can try to cope by attempting to change or control 
some aspect of themselves or the environment, or by managing or regulating the 
negative emotions associated with the stressor. These can be thought of broadly as 
falling into problem focussed and emotion focussed coping. The first type of coping 
is described as problem-focussed by Lazarus and Folkman; as primary-control by 
Rothbaum, Weisz and Snyder; as approach-control by Murphy and Moriarty and as
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monitoring by Miller. The second type of coping is described as emotion-focussed; 
secondary-control; avoidance; and blunting by the respective models.
A young person with diabetes who was using a problem-focussed coping style to 
managing their diet may become very knowledgeable about the carbohydrate content 
of different foods, whilst a young person adopting an emotion focussed style may 
practice relaxation techniques before injections. In line with other developmental 
changes in children there have been reports of the use of different coping strategies 
across the age range. Band (1990) asked children how they tried to help themselves 
cope with the pain or frequency of dealing with dietary regulations, blood testing and 
insulin injections. Their responses were rated as primary or secondary in line with 
Rothbaum et al’s (1982) model. In addition a third category of relinquished control or 
failed coping was rated. The children were asked about why they used the different 
coping strategies by saying how it made them feel better. Their responses were coded 
as instrumental (a specific behaviour), cognitive, or social-emotional (interpersonal). 
It was found that younger children were more likely to use primary control, i.e. 
problem focussed, than older children, and that those that used primary control 
appeared to be better adjusted and accepting of the disease and treatment than young 
people who used secondary control, i.e. emotion focussed coping styles.
The finding that problem solving coping styles tend to be more effective in ensuring 
good psychosocial adjustment in young people with diabetes is supported by the 
outcomes of skills training programmes which used a child-group based teaching 
format, Kaplan et al., 1985; Grey et al., 1998, 2000; Boardway et al., 1993). These 
programmes provided routine psychoeducation about aspects of diabetes self­
management, as well as explicitly facilitating the development of social problem 
solving skills to help cope with social stresses commonly met by young people with 
diabetes. These programmes all resulted in an increased wellbeing, as measured by 
psychosocial adjustment, among the young people with diabetes, in both the short and 
longer term. Interestingly there was also some short and long term improvement in 
metabolic control, but in the study in which adherence was assessed the coping skills 
training did not lead to improvements in adherence either immediately after the
38
training or at follow up (Grey 1998), an example of Johnson’s (1995) assertion about 
the lack of concordance between adherence and metabolic control.
The measurement of coping strategies in children and young people has focussed on a 
number of cognitive and behavioural strategies. These assess areas such as distraction, 
social withdrawal, self-blame, blaming others, cognitive restructuring, problem 
solving, wishful thinking, emotional regulation, social support and resignation. The 
coping strategies adopted by adolescents with diabetes range from obsessional control 
to neglect of their health care regime. The latter quickly come to the attention of 
health professionals and may be considered to have ‘brittle diabetes’. This is now 
accepted to be due in the majority of circumstances to insulin omission. Work in 
Scotland clearly associates omission of insulin with episodes of DKA and poor 
glycaemic control, (Morris et al. 1997). Many adolescents will admit to omitting 
their insulin, but are often unable to identify or discuss why this happens, (Carson and 
Kelnar, 2000). The young people who exert obsessional control over their diabetes 
may be seen as ’good diabetics’ by medical professionals. These young people’s 
illness representations pervade all aspects of their lives and their healthcare tasks 
occupy a large part of their cognitive energies. Such strenuous efforts to maintain 
good control can be at the expense of other aspects of their lives. Given the weak 
association between treatment adherence and glycaemic control, (Johnson,1995) these 
young people often fail to achieve what they perceive to be satisfactory levels of 
control and so suffer psychological difficulties such as anxiety or depression. 
(Simonds,1977).
The coping styles adopted by parents to cope with their own emotions about their 
child or adolescent having diabetes and the additional daily behavioural demands this 
places on them as parents may have an important influence on the coping style and 
strategies used by their sons and daughters. McCubbin et al. (1983) have identified 
three positive coping patterns among parents of children with chronic illness. The first 
of these involves maintaining family integration, cooperation and an optimistic 
appraisal of the situation. The second involves maintaining social support, self­
esteem and psychological stability. The third focuses on understanding the medical 
condition by communication with other parents and the health care team. They
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suggest that each of these coping patterns plays an important part together in 
maintaining 6 healthy ‘ family functioning in families with a child or young person 
with a chronic illness, though over time and in differing circumstances the relative 
importance of different patterns may vary.
1.5 The Present Study
The interplay of physiological, social, developmental, psychological and family 
factors, outlined above, which affect the wellbeing and metabolic control of a young 
person who has diabetes is complex and dynamic. The ways in which these factors are 
understood needs to lead to effective interventions in order to promote the wellbeing 
of these young people both now and for their futures. There is now compelling 
evidence that poor metabolic control during the years of adolescence may mean a 
heavy cost for these young people in terms of disabling long term complications in 
their middle years (DCCT, 1994).
In order to make such improvements in metabolic control and in emotional wellbeing 
achievable it is vital to further understanding of the interplay between the factors 
outlined above and metabolic control in adolescents who have IDDM. This study 
explores the following factors:
• Psychosocial Adaptation to Diabetes
• Adolescent Coping Styles
• Quality of Maternal/Child Relationship as perceived by the adolescent
• Level of metabolic control as measured by HbAlc.
• Parental report of diabetes care support and school attendance
to try to further understand the relationship between these psychosocial variables and 
metabolic control in a group of young people with diabetes.
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It is hypothesised that young people who show evidence of poor psychosocial 
adaptation to diabetes, perceive they have a negative relationship with their mothers, 
and show an absence of positive problem solving coping styles will have higher 
HbAlc levels and poorer school attendance.
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2 Method
2.1 The Study
Information was collected from the participants using three self report questionnaire 
measures. In addition one or both of the parents of the young people was interviewed 
to obtain some demographic data and information about diabetes management in the 
family. This data was collected on a visit to the young person’s home. The HbAlc 
result from the clinic visit at which the young people were recruited to the study was 
recorded from the medical notes. At the clinic visit an appointment was made to visit 
the family to carry out the data collection. This home visit occurred within two weeks 
of the clinic visit.
2.2 Participants
The participants were eighty adolescents who had IDDM, aged between 11 and 17 
years old (mean = 13.625years). There were 41 girls and 39 boys who took part in the 
study. Two of the boys were non identical twins who both had IDDM. They were 
asked to participate in the study during a routine attendance at Paediatric Diabetes 
Outpatient Clinics, at two District General Hospitals in the South East of England. All 
adolescents who fulfilled the inclusion criteria for the study were invited to take part 
in the study. In order to meet the inclusion criteria the young people had to be aged 
1 l-17years, have IDDM that was diagnosed at least one year previously. This was to 
avoid possible confounding effects of the ‘honeymoon period’ when some pancreatic 
insulin production may still be occurring, and also to prevent immediate post 
diagnostic adjustment issues being included in the data. Participants had to be living 
with at least one of their biological parents. They also had to be in secondary 
education and have an adequate Reading Age to be able to complete the 
questionnaires unaided (as judged by no current Special Needs help at school).
Young people and their parents were given Information Sheets detailing the nature of 
the study and explaining the process involved, (see Appendix 1 pages i and ii). They
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were invited to ask any questions about the research. If they agreed to take part in the 
study both the young person and their accompanying parent was asked to sign a 
Consent Form, (see Appendix 1 pages iii and iv). A total of eighty-seven young 
people and their parents were invited to take part in the research, and of these eighty 
agreed to participate. This positive response (92%) was probably due to the fact that 
the researcher was already known by the young people and their parents from 
previous Paediatric Diabetes Outpatient Clinic visits, and the promise of feedback in a 
written summary on the research outcomes to all who agreed to take part (see 
Appendix 1 page v). The seven families who declined to participate did so because 
three adolescent boys and two adolescent girls did not want to do so, one parent 
declined and one family having agreed to take part subsequently withdrew due to 
unrelated family problems. The young people who refused to take part did not differ 
from those who agreed in their HbAlc levels, but did represent an older age group, 
(mean 15.2years).
The number of participants required to provide an adequate sample for statistical 
analysis was calculated by an a priori power analysis using G* power, (Erdfelder, 
Paul & Buchner,!996). This determined the requirement for 73 participants for an 
effect size of .32, alpha of .05 and a power of .80, based on the Attitude subscale of 
the ADS measure (Chailen et al., 1988).
2.3 Ethical Approval
Ethical approval for the research was sought and granted from the Research Ethics 
Committee of the South Essex Health Authority in whose area the study was 
undertaken, (see Ethics Approval letter in Appendix 1 page vi).
2.4 Measures
Three self report questionnaire measures were completed by the young people 
participating in the study.
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The Adaptation to Diabetes Scale (ADS) is a twenty item self report questionnaire 
consisting of two subscales measuring ‘emotional difficulty with diabetes’ and 
‘attitude to diabetes’. Each scale has eight questions and there are four non scoring 
questions in the scale. Each item is scored on a five point scale (1-5), as almost 
always describing what you think or do, often describing what you think or do, 
sometimes describing what you think or do, seldom describing what you think or do, 
and almost never describing what you think or do. Some of the question items are 
reversely worded to reduce the possibility of response set in respondents. A high 
score on each of the subscales indicates emotional difficulty with diabetes and a 
negative attitude to diabetes respectively. The Scale was developed by Chailen,
Davies, Williams, Haslum and Baum (1988) as a psychometric measure of 
psychosocial adaptation to diabetes in young people aged 11 to 17 years. Highly 
significant correlations were found between the results of the scales and measures of 
psychosocial fimction (p< 0.001), parents’ perceptions of adaptation to diabetes (p< 
0.005), and to a lesser extent with paediatrician’s perceptions. During development of 
the measure performance on the scale was also found to correlate with a number of 
behaviour variables and differentiated those who were reported to be restricted by 
their diabetes (p< 0.005) and those who had had a previous psychiatric referral (p< 
0.05). The internal consistency of the combined subscales is high with an alpha 
coefficient of .78 - .85 in two samples. The test -retest reliability was also good at .88 
over two weeks.
The Adolescent Coping Scale (ACS) is an eighty item self report questionnaire which 
contains eighteen subscales. These are Seek Social Support, Focus on Solving the 
Problem, Work Hard and Achieve, Worry, Invest in Close Friends, Seek to Belong, 
Wishful Thinking, Not Coping, Tension Reduction, Social Action, Ignore the 
Problem, Self-Blame, Keep to Self, Seek Spiritual Support, Focus on the Positive, 
Seek Professional Help, Seek Relaxing Diversions, Physical Recreation. The Scale 
was developed by Frydenberg and Lewis in 1993 in Australia to help gain 
understanding of the thinking, feelings and behaviour of adolescents. A major 
objective in developing a measure of adolescent coping was to facilitate the 
development of psychosocial competence in young people. It was developed for use 
with young people between the ages of eleven and seventeen years old. Exploratory
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work on the development of the scale suggested that it was valid to maintain a 
distinction between coping with a specific life event and general coping 
(Frydenberg,1989). So the scale has two forms assessing general coping and coping 
specific to one area of life. In this study the participants completed the specific form 
and were asked to think about how they coped with living with IDDM.
The scale has a five point response scale to a number of coping behaviours to indicate 
if they don’t apply or don’t do it, used very little, used sometimes, often used, and 
used a great deal. The scale has good item reliability as determined by factor analysis 
of the eighty items within the eighteen subscales. All item responses were found to be 
acceptably stable with test-retest reliability correlations between .49-.82. for the 
Specific Form of the Scale. Frydenberg and Lewis point out the fact that stability of 
response is not an entirely appropriate way to assess scale reliability as coping is 
perceived to be a dynamic phenomenon. The internal consistency of responses within 
each of the eighteen subscales as measured by the Cronbach alpha coefficients (.64- 
.87) show sufficiently high values to justify the separate use of these scales.
The Parental Bonding Instrument (FBI) is a twenty five item self report questionnaire 
originally developed to assess adults recall of aspects of their relationship with their 
parent(s). It was devised in 1979 by Parker, Tupling and Brown and adapted for use 
with adolescents ini 998 by Feldman, Guttfieund and Yerushalmi. They reworded the 
items into the present tense to enable young people to respond about their current 
relationship with their parent(s). The FBI has two subscales within it measuring care 
and overprotection. Items are scored on a four point scale representing very like, 
moderately like, moderately unlike and very unlike each of the descriptive statements 
about parental attitudes/behaviours. The dimensions of care, on a continuum from 
availability to unavailability, and overprotection, from intrusiveness to autonomy 
granting, are independent dimensions of attachment in infants and represent separate 
models of attachment in adolescents and adults ( Ainsworth,1990; Isabella, 1993).
The test-retest reliability of the two scales is strong over a three week period a 
Pearson correlation coefficient of 0.761 (pO.OOl) was obtained for the care scale and 
0.628 (pO.OOl) for the overprotection scale. Internal consistency measures of both
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scales are good with Pearson correlation coefficients of 0.879 (p<0.001) for the care 
scale and 0.739 (pO.OOl) for the overprotection scale respectively.
A Parents Demographic Ouetionnaire (PDO) was devised to gather information about 
the participants family composition, birth order, and some factual information about 
how long they had had IDDM and aspects of the parental involvement in their health 
care. Data was also collected about the impact of IDDM on their school attendance. It 
was felt important to get information from parental report on missing school due to 
diabetes as this was likely to be more accurate than asking the young people 
themselves, and would exclude any possible truancy for other reasons that the parents 
may not be aware of. Clinical experience suggests that many parents have vivid 
distressing memories of the time and process when their child was diagnosed to have 
IDDM. In order to try to understand this further information was sought about what 
symptoms were first noticed at the time of diagnosis and the number of visits to the 
General Practitioner prior to a diagnosis of IDDM being reached. Parents were 
invited to identify and talk about what they found hardest as the parent of a young 
person with diabetes. The Parental Demographic Questionnaire is in Appendix 1 
(page vii). This information was collected by interviewing one or both parents whilst 
their son/daughter was completing the three self-report questionnaires in a different 
room in the home.
Young people and parents were told that their responses on all measures were 
confidential and would not be shared with each other by the researcher.
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3 Results
Results of the study were analysed using SPSS for Windows, Version 11. 
Descriptive statistics (demographic and medical history variables) of the study 
participants and descriptive statistics for the psychological variables are presented. 
Then Pearson correlations analysis of demographic and medical history variables 
with the outcome variables are presented, followed by Pearson correlations of 
psychological variables with the outcome variables. The outcome variables of the 
study were HbAlc level, emotional difficulty with diabetes, attitude to diabetes and 
missing school. The regression analyses of each outcome variable on significantly 
correlated variables are reported. Lastly a relationship between HbAlc levels and 
Care levels (from the PBI) is presented.
3.1 Descriptive Statistics
3.1.1 Demographics and Medical History Variables
The participants were 39 boys and 41 girls between the ages of eleven and 
seventeen years. The group was composed of 7 (8.8%) eleven year olds, 10 (12.5%) 
twelve year olds, 23 (28.8%) thirteen year olds, 16 (20%) fourteen year olds, 16 
(20%) fifteen year olds, 6 (7.5%) sixteen year olds and 2 (2.5%) seventeen year olds. 
A criteria for inclusion in the study was a diagnosis of IDDM at least one year 
previously. In the sample, 13 (16.3%) had been diagnosed between 1-2 years, 34 
(42.5%) had been diagnosed more than two and less than five years previously and 33 
(41.3%) had been diagnosed more than five years ago. The mean and standard 
deviation for age and duration of diabetes are shown in Table 1.
The HbAlc levels of participants in the study ranged from 6.4 to 14.0%, the 
distribution of HbAlc levels is shown in Figure 2 below. Among the participants 14 
(17.5%) had a HbAlc below 9%, 53 (66.3%) had an HbAlc between 9 and 12%,
whilst 13 (16.3%) had an HbAlc greater than 12%. The mean and standard deviation 
of the HbAlc levels of participants is shown in Table 1.
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Table 1: Descriptive Statistics for Age, Duration of Diabetes and HbAlc
Variable Mean Standard Deviation Range
Age 13.63 1.48 11-17 years
Duration of 2.25 0.72 1 -  more than 5
Diabetes (years) years
HbAlc 10.44 1.72 6 .4 -14
20
10 .
Frequency
Std. Dev = 1.72 
Mean = 10.44
N = 80.00
6.50 7.50 8.50 9.50 10.50 11.50 12.50 13.50
7.00 8.00 9.00 10.00 11.00 12.00 13.00 14.00
HbAlc Level
Figure 2: Distribution of HbAlc Levels
The information in Table 2 below was obtained from parental responses to questions 
on the Parents Demographic Questionnaire (see Appendix page viii). This Table 
shows family composition, birth order, school missed due to diabetes and which 
symptom was first noticed at diagnosis of IDDM.
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Table 2: Parental Report of Demographic and Medical History Variables
Information from PDQ Frequency Percent
Family structure
Both Parents 61 76.3
Single Parent 13 16.3
Parent and Step Parent 6 7.5
Birth Order
Oldest 28 35.0
Other 16 20.0
Youngest 27 33.8
Only 9 11.3
Time missed from School
None 44 55.0
Less than 3 days per term 18 22.5
More than 4 days per term 18 22.5
Symptom first noticed
Excess Drinking 38 47.5
Weight Loss 16 20.0
Polyuria 12 15.0
“Unwell” 14 17.5
Table 3 shows that there is a significant difference in the number of visits to the G.P. 
prior to diagnosis depending on the first noticed symptoms by parental report. 
Unsurprisingly the parents who noticed more ‘diabetes specific’ symptoms, i.e. excess 
drinking and polyuria, made significantly fewer (p<0.003) visits to their G.P. before a 
diagnosis of IDDM was reached than parents who first noticed less specific symptoms 
such as weight loss and ‘unwell’.
Table 3: Symptoms First Noted and Number of Visits to GP
Noted first Number of visits Total
One More than one
Drinking/ Polyuria 43 7 50
Weight Loss/ “Unwell” 16 14 30
Total 59 21 80
Chi Square test X2 = 10.335, df=l, p<0.003**
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3.1.2 Psychological Variables
The range, means and standard deviations for each of the subscales for the ADS, PBI, 
and ACS, from these three measures is detailed in Table 4. The higher the mean for 
the ACS subscale the more often that coping strategy was identified as used by the 
participants.
Table 4: Descriptive Statistics for the Psychological Variables
Variable Range Mean Standard
Deviation
Adaptation to Diabetes Scale
Emotional Difficulty 10-38 22.80 7.21
Attitude 9 -3 1 20.08 4.55
Parental Bonding Instrument
Care 11-36 28.25 5.47
Overprotection 0 -3 5 13.45 7.35
Adolescent Coning Scale
Seek social support 24-100 55.30 16.22
Problem solving 2 4 -9 6 64.30 14.51
Work 3 6 -9 6 74.20 12.55
Worry 20-100 52.75 17.66
Invest in friends 28-100 63.00 18.22
Seek to belong 2 8 -9 6 61.45 14.09
Wishful thinking 20-100 55.80 17.82
Not coping 2 4 -7 6 43.26 12.90
Tension reduction 20-100 42.85 14.60
Social action 20-100 35.69 16.83
Ignore the problem 20-100 48.06 17.15
Self blame 2 0 -8 5 46.81 15.57
Keep to self 2 0 -9 0 49.84 15.65
Seek spiritual support 20-100 33.04 18.38
Focus on the positive 20-100 67.69 17.14
Seek professional help 20-100 44.94 16.81
Seek relaxing diversions 35-105 83.63 15.57
Physical recreation 28-105 69.56 17.16
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The young people’s independence levels with regard to administration of injections 
and supervision by parent(s) are shown by gender and age in Tables 5 and 6 below. 
Also included are the means and standard deviations for the HbAlc for the various 
groups. It can be seen that most boys and girls did their own injections. Older 
participants were more likely to inject independently, (doing all own injections coded 
1) (r = - .348, p< .05) and were less likely to be supervised (never supervised coded 
4)(r =.487, pc.OOl). Full coding is explained (as # & ##) below Table 9.
Table 5: Frequencies for Independent Insulin Injections, by Gender, also 
showing Means and standard deviations for HbAlc
Gender Own injections N Mean HbAlc Standard
Deviation
Female All 24 10.20 2.20
Most 5 11.44 1.67
Some 10 10.52 1.14
None 2 10.25 0.21
Male All 25 10.52 1.57
Most 6 11.73 0.87
Some 8 9.25 1.00
Table 6: Frequencies for Independent Insulin Injections and Supervision by age, 
also showing Means and Standard Deviations for HbAlc
Age groups Independence
Level
N Mean
HbAlc
Standard
Deviation
Own Iniections
11-13 years All 21 10.54 1.32
Most 3 11.87 1.00
Some 14 9.88 1.31
None 2 10.25 0.21
14-17 years All 28 10.22 2.25
Most 8 11.50 1.36
Some 4 10.20 1.07
Sunervision
11-13 years Always 14 10.55 1.30
Usually 12 10.36 1.51
Sometimes 10 10.16 1.47
Never 4 10.60 0.87
14-17 years Always 2 10.30 1.13
Usually 5 10.28 1.00
Sometimes 24 10.10 2.07
Never 9 11.611 2.37
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3.1.3 Parental Report Measures
The final question on the PDQ was an open question asking ‘what is hardest as the 
parent of a young person with diabetes?’ All parents welcomed the opportunity to 
discuss this with the researcher. Some parents spoke about a number of difficulties, in 
which case they were requested to identify which was of the most concern to them. 
Their responses were categorised (see Table 7), and the mean HbAlc for the children 
of the parents in each category was calculated. The small numbers in most categories 
make statistical analysis inappropriate. However, it is noteworthy that the eight 
parents who cited ‘long term thoughts’ as their major worry had children with the 
lowest mean HbAlc (9.88%), whilst the four who were concerned about injection 
administration had children with the highest HbAlc (11.45%).
Table 7: Response to PDQ. Item: ‘ What is hardest as a parent of a young person 
with diabetes?’
Difficulty Frequency Mean HbAlc Standard
Deviation
When out 24 10.20 1.83
Moods 14 10.49 1.70
Diet adherence 17 10.76 2.01
Long term thoughts 8 9.88 1.69
Injections 4 11.45 2.00
BMs 4 10.02 0.73
Regimentation 6 10.53 1.34
Hypos fear 3 10.66 0.55
3.2 Correlations with Outcome Variables
Pearson correlations and a point biserial correlation for family composition were 
calculated for each of the demographic and medical history variables with each of the 
four outcome variables. The results of these analyses are shown in Table 8 below. 
Family composition was coded as a dichotomous variable to permit a point biserial 
correlation to be calculated. There is a significant correlation (r= -.27, p< 0.01) 
between family composition and emotional difficulty with diabetes as measured by 
the ADS self report measure. This indicates that young people who live with both
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their biological parents are less likely to have emotional difficulty with diabetes, 
compared to those who live with only one biological parent (with or without a step­
parent).
Table 8: Correlations between Demographic and Medical History Variables and 
Outcome Variables
Outcome Variables
Variable HbAlc Emotional
Difficulty
Attitude Missing
School
R P r P r P r P
Age 0.02 0.86 -0.15 0.19 0.15 0.18 0.09 0.45
Sex 0.01 0.95 -0.01 0.90 -0.14 0.22 0.00 1.00
Duration of 
Diabetes
0.15 0.17 -0.11 0.36 0.13 0.24 0.12 0.30
HbAlc -0.04 0.71 0.18 0.12 0.04 0.70
Family
Composition #
-0.02 0.89 -0.27 0.01** -.0.05 0.63 -0.12 0.28
Missing 
School ##
0.04 0.70 0.21 0.06 0.02 0.88
r= Pearson correlation for continuous variables and point biserial for dichotomous
**=p<0.01
# Coded 1=1 biol. parent(+- step parent), 2 = 2 biol. Parents.
## Coded none missed =1, <3 days term=2, >4 days term=3
Pearson Correlations were calculated for age and sex and each of the twenty four 
subscales on the self report questionnaires, ADS (2), PBI(2) and ACS (18). It was 
found that girls use the coping behaviours Seek Social Support (ACS) (r = -.28, p< 
.01) and Invest in Friends (ACS) (r = -.29, p< .01) significantly more than boys to 
cope with the demands of diabetes. Younger adolescents were identified as using 
Seek Social Support (ACS) (r = -.22, p<05). Wishful Thinking (ACS) (r = -.36, 
p< .001), Social Action (ACS) (r = -.27, p< .02), and Self Blame (ACS) (r = -.34, 
p<01) significantly more than the older participants to cope with diabetes.
The Pearson Correlations were then calculated for the psychological variables and the 
outcome variables. The results of these are shown in Table 9 below. The 
psychological variables were two subscale scores from each of the ADS and PBI and 
eighteen subscale scores from the ACS, along with two variables from the PDQ, 
relating to independence.
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Table 9 Correlations between Psychological Variables and Outcome Variables
Outcome Variables
Variable HbAlc Emotio
Difficu
nal
ty
Attitude Missing School
r P r P r P r P
Emotional difficulty 
(ADS)
-0.04 0.71 0.17 0.14 0.21 0.06
Attitude (ADS) 0.18 0.12 0.17 0.14 0.02 0.88
Care (PBI) -0.15 0.20 -0.25 0.03* -0.30 0.01** -0.18 0.11
Overprotection (PBI) -0.04 0.72 0.23 0.04* -0.07 0.52 0.27 0.02*
Seek social support 
(ACS)
0.02 0.84 -0.06 0.59 -0.23 0.04* -0.07 0.54
Problem solving (ACS) 0.00 0.97 0.12 0.88 -0.26 0.02* 0.05 0.66
Work (ACS) 0.03 0.78 -0.08 0.51 -0.25 0.02* -0.24 0.03*
Worry (ACS) 0.09 0.43 0.33 0.00** -0.10 0.36 -0.07 0.52
Invest in friends (ACS) -0.02 0.85 0.06 0.63 -0.10 0.39 -0.02 0.87
Seek to belong (ACS) 0.01 0.92 0.25 0.03* -0.10 0.40 0.06 0.58
Wishful thinking (ACS) 0.14 0.22 0.31 0.01** 0.16 0.16 -0.15 0.19
Not coping (ACS) 0.08 0.48 . 0.35 0.00** 0.22 0.06 0.15 0.20
Tension reduction 
(ACS)
0.20 0.08 0.30 0.01** 0.17 0.13 0.10 0.36
Social action (ACS) 0.17 0.14 -0.06 0.60 0.11 0.34 0.12 0.28
Ignore problem (ACS) 0.07 0.53 0.24 0.03* 0.46 0.00** 0.01 0.91
Self blame (ACS) 0.04 0.75 0.45 0.00** 0.05 0.68 0.05 0.68
Keep to self (ACS) -0.02 0.83 0.53 0.00** 0.13 0.25 0.02 0.88
Seek spiritual support 
(ACS)
0.15 0.20 0.09 0.44 0.21 0.07 0.05 0.65
Focus on positive 
(ACS)
0.00 0.98 -0.29 0.01** -0.23 0.04* -0.28 0.01**
Seek professional help 
(ACS)
0.12 0.28 -0.10 0.36 -0.24 0.03* 0.19 0.10
Seek relaxing 
diversions (ACS)
-0.11 0.33 -0.17 0.14 0.03 0.82 -0.29 0.01**
Physical recreation 
(ACS)
0.02 0.86 -0.12 0.28 -0.07 0.51 -0.23 0.04*
Own injections (PDQ)# -0.05 0.69 0.08 0.47 -0.09 0.45 0.17 0.13
Supervision (PDQ)## 0.08 0.50 0.08 0.50 0.08 0.48 0.02 0.86
* p< 0.05 **p< 0.01 
# coded all =1, most=2, some/few=3, none=4 to create continuous variable 
## coded always=l, usually=2, sometimes/occasionally=3, never=4 to create continuous variable
5 >
None of the psychological variables in the study show a significant correlation with 
the outcome variable of HbAlc level. Several of the variables in the study show a 
significant correlation with Emotional Difficulty with Diabetes (ADS). Higher levels 
of Care (PBI) (p<0.05) and more use of coping by Focus on the Positive (ACS) 
(p<0.01) both correlate with lower levels of Emotional Difficulty (ADS) with 
diabetes. Whilst high levels of Overprotection (PBI) (p<0.05) increases the likelihood 
of Emotional Difficulty (ADS) with diabetes. The use of coping strategies Worry 
(ACS) (p<0.01). Seek to Belong (ACS) (p<0.05). Wishful Thinking (ACS) (p<0.01). 
Not Coping (ACS) (p<0.01), Tension Reduction (ACS) (p<0.01), Ignore 
Problem(ACS) (p<0.05), Self Blame (ACS) (p<0.01), and Keep to Self (ACS) 
(p<0.01) all occur with higher levels of Emotional Difficulty (ADS) with diabetes.
Negative Attitude (ADS) to diabetes is less likely with high levels of Care (PBI) 
(PO.Ol), and use of coping strategies Seek Social Support (ACS) (p<0.05), Problem 
Solving(ACS) (p<0.05). Work (ACS) (p<0.05), Focus on Positive (ACS) (p<0.05) 
and Seek Professional Help (ACS) (p<0.05). Participants who identified Ignore the 
Problem (ACS) as a coping behaviour were more likely (p<0.01) to have a Negative 
Attitude (ADS) to diabetes.
Young people in the study were less likely to Miss School (PDQ) due to diabetes if 
they identified more use of coping behaviours Work (ACS) (p<0.05). Focus on the 
Positive (ACS) (p<0.01). Seek Relaxing Diversions (ACS) (p<0.01) and Physical 
Recreation (ACS) (p<0.05). If the participants rated their parents as giving 
Overprotection (PBI) they were significantly more likely (p<0.05) to Miss School 
(PDQ) due to their diabetes.
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3.3 Regression Analyses
Multiple regression analyses were carried out, using the Enter method, for each 
outcome variable regressed onto its significantly correlated psychological variables. 
Table 10 shows the results of the regression analysis for Emotional Difficulty with 
Diabetes (ADS). A significant model emerged (F= 4.841, df=12, Adjusted R Square 
= .37, p< .00). So 37% of the variance in emotional difficulty with diabetes was 
explained by this model. The predictor variables Keep to Self (ACS) has a 
significant positive impact (pO.Ol) on the dependent variable, as does Wishful 
Thinking (ACS)(p<0.05) and Ignore(ACS) (p<0.05). Whereas Focus on the Positive 
(ACS) has a significant negative impact (pO.Ol) on emotional difficulty with 
diabetes.
Table 10: Regression Analyses of Emotional Difficulty with Diabetes on 
Significantly Correlated Variables.
Standardised
coefficients
Variable Beta t value p value
Care (PBI) -0.21 -1.866 0.07
Overprotection (PBI) -0.00 -0.04 0.97
Worry (ACS) -0.13 -0.96 0.34
Belonging (ACS) 0.19 1.56 0.12
Wishful thinking (ACS) 0.28 2.00 0.05*
Not coping (ACS) 0.11 1.00 0.32
Tension reduction (ACS) -0.10 -.806 0.42
Ignore (ACS) -0.24 -1.98 0.05*
Self blame (ACS) 0.21 1.48 0.14
Keep to self (ACS) 0.32 2.54 0.01**
Focus on positive (ACS) -0.35 -2.97 0.01**
Family composition (PDQ) -0.03 -.29 0.78
* p = or <05 **p<01
Table 11 shows the regression analysis for Attitude to diabetes on significantly 
correlated variables. A significant model was identified (F=4.376,df=7, Adjusted R 
square =.230, p< .000). This means 23% of the variance in attitude to diabetes was 
accounted for by the predictor variables. The predictor variable Ignore the problem 
(ACS) has a significant impact (pO.Ol) on the dependent variable, attitude to 
diabetes.
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Table 11: Regression Analyses of Attitude to Diabetes on Significantly 
Correlated Variables
Standardised
coefficients
Variable Beta t value p value
Care (PBI) -0.12 -1.14 0.26
Social support (ACS) -0.03 -0.24 0.81
Problem solving (ACS) 0.04 0.32 0.75
Work (ACS) -0.18 -1.64 0.11
Ignore the problem (ACS) 0.37 3.44 0.00**
Focus on the positive (ACS) -0.06 -0.51 0.61
Seek professional help (ACS) -0.40 -1.26 0.21
** pcO.Ol
Table 12 shows the regression analyses for missing school due to diabetes on 
significantly variables. A significant model was identified,(F=2.925,df=5, Adjusted R 
Square =109, p<.018) so, 11% of the variance in the dependent variable of missing 
school was accounted for by this model. However, no individual predictor variable 
reached significance on this regression.
Table 12: Regression Analyses of Missing School on Significantly Correlated 
Variables
Standardised
coefficients
Variable Beta t value p value
Overprotection (PBI) 0.20 1.664 0.10
Work (ACS) -0.07 -0.59 0.55
Focus on the positive (ACS) -0.20 -1.60 0.11
Seek relaxing diversions (ACS) -0.05 -0.33 0.74
Physical recreation (ACS) -0.11 -0.97 0.33
No linear correlation between HbAlc and any of the psychological variables in the 
study were found. A search was made of the psychological variables against HbAlc 
levels to determine if any curvilinear relationships were evident. A possible U shaped 
relationship between HbAlc levels and Care (PBI) was identified such that young 
people who rated their parent as providing them with average levels of care had 
significantly lower HbAlc levels than those who rated their parents as giving them 
low or high levels of care (see Table 13 and Figure 4). The distribution of care scores
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does not fit the shape of a normal distribution, being skewed to the right, (see Figure 
3), so a non parametric test, Kruskal-Wallis, was indicated rather than a parametric 
test such as an ANOVA. A Kruskal- Wallis test gave a p<0.02, df=2.
Table 13: Care Levels and HbAlc Levels
Care levels 
(PBI)
Number Min Max Mean Standard
deviation
Low (<24) 19 7.9 14.0 11.29 1.60
Average (25-30) 30 6.4 14.0 9.88 1.85
High (>31) 31 7.5 14.0 10.45 1.47
Kruskal-Wallis test (Chi square) -  7.498, df=2, p=<0.02* 
Grouping variable: care levels PBI.
10 .
Std. Dev = 5.47 
Mean = 28.3 
N = 80.00
10.0 12.5 15.0 17.5 20.0 22.5 25.0 27.5 30.0 32.5 35.0
parental bonding instrument - care 
Figure 3 : Distribution of Care (PBI)
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Figure 4: Care Levels (PBI) and HbAlc Levels
A Mam-Whitney test to determine if the three Care groups were significantly 
different showed that the low Care group differed from the average Care 
group(p<0.01), and from the high Care group(p<0.05) but that the average and high 
Care groups were not significantly different(p<.27).
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4 Discussion
The findings from the study will be explored looking firstly at each of the four 
outcome variables and the psychological factors found to be significantly correlated 
with them (see Tables 8 and 9). The significant predictors of the outcome variables 
found on regression analyses (see Tables 10, 11, and 12) will be discussed to consider 
how they may contribute to variance in each of the four outcome variables. How far 
the study findings support the hypotheses that poor psychosocial adaptation to 
diabetes, adolescents’ perception of a negative relationship with their mothers, and a 
lack of positive problem solving coping styles are associated with higher HbAlc 
levels and poorer school attendance will be discussed.
Then the demographic information and the qualitative comments from the PDQ will 
be reviewed and discussed in relation to the impact on family functioning and coping 
they indicate for the adolescent with diabetes. Finally, some conclusions will be 
drawn from the study findings with particular reference to their clinical implications 
for improving the psychological wellbeing of adolescents with diabetes.
4.1 Emotional Difficulty with Diabetes
This indicator of psychosocial adjustment was assessed using the Adaptation to 
Diabetes Scale (Challen, Davies, Williams, Haslum & Baum, 1988). The questions 
covered a range of emotions related to diabetes, such as it being too time consuming 
and negative feelings about the presence of the illness differentiating them from peers 
and influencing activities with friends. In the study a significant correlation was found 
between young people who indicated high levels of emotional difficulty with diabetes 
and family composition. The participants who lived with both of their biological 
parents were less likely to show emotional difficulty with diabetes, compared with 
those who lived with one biological parent, either with or without a step-parent. There 
was no correlation found between family composition and metabolic control of 
diabetes as measured by the young person’s HbAlc. Marteau, Bloch and Baum’s 
(1987) study found that young people aged 5 to 16 years living with one or both 
biological parents had better diabetic control than those living with a step parent or
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with adoptive parents. They suggest key factors are family cohesion, emotional 
expressiveness, lack of conflict and a mother satisfied with her marriage. The present 
study did not explore these aspects of family functioning, but it is not unreasonable to 
suggest that at least some of Marteau et al’s key factors are more likely to be present 
in families with both biological parents living together than in other family 
compositions. The presence of such a correlation does not permit conclusions to be 
made about the direction of causality of the association. It is possible that the 
pressures on parental relationships of living with a child who has emotional difficulty 
with their diabetes make it more likely that the relationship will fail.
Young people who do not live with both biological parents are likely to be making 
contact visits to their non resident biological parent in another home which may be 
organised very differently to their main home. Nineteen of the participants of the 
current study lived with only one biological parent, in eighteen cases with their 
mother. It is probable, as Marteau et al. point out, that some of the non biological 
parents were not resident at the time of diagnosis of IDDM so did not have the 
opportunity to learn aspects of diabetes care at this time. In the same way some of the 
biological fathers who no longer live with their children with IDDM may have left the 
family home prior to diagnosis and therefore not had access to information from 
health care professionals at the time of diagnosis or since then. The importance of 
diabetes related information giving and help in close monitoring of adherence 
behaviours at the time of diagnosis was pointed out by Jacobson et al (1990). Clinical 
experience suggests that knowledge about diabetes and level of care is a source of 
considerable concern to many mothers when their children visit their non resident 
biological fathers. In order to address this it would seem important for health care 
professionals in the Diabetes Care Team to be mindful of the particular needs of these 
young people with diabetes and include invitations to non resident biological fathers 
and ‘new’ resident non biological fathers to clinic appointments. In some instances it 
may be necessary to offer such appointments separately from the mother. As Shapiro 
(1983) points out
‘a/7 undeniable relationship exists between family and illness, and a specific illness 
both affects and is affected by the family contexf.
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Scores on both subscales of the Parental Bonding Instrument (PBI) showed an 
association with the outcome variable, emotional difficulty with diabetes. Young 
people who report high levels of Care and low levels of Overprotection are less likely 
to have emotional difficulty with their diabetes. This pattern of self reported child- 
parent relationship is described by Kolvin, Trowell, Le Conteur, Baharaki and 
Morgan (1997) as that found in an optimal parenting situation. Those young people 
with diabetes who characterised their relationship with their mother as having low 
levels of Care and high levels of Overprotection were subject to what Kolvin et al 
describe as affectionless control. This situation was associated with a higher level of 
emotional difficulty with diabetes. The way this association operates is difficult to 
know; it is as possible that affectionless control is due to emotional difficulty with 
diabetes or vice versa.
hi the present study the PBI was used to assess the young person’s perception of their 
relationship with their mother only, for practical reasons involving accessibility. It 
would be of interest to extend this to look also at young people’s relationships with 
their fathers, to determine if these were complementary or compensatory in any way 
to the relationships with their mothers. This may be of more relevance to one gender 
than the other, though would need to take account of varying family compositions as 
pointed out above. Care on the PBI encompasses many aspects of the emotional 
warmth facets of the parent-child relationship, such as smiling, being affectionate, 
speaking in a warm tone of voice and ‘making me feel better when I am upset’. 
Negative elements of the Care subscale include items such as not providing as much 
help as needed, not understanding what you need, and not talking with me very much. 
The ways in which a young person’s perception of these relationship factors may 
influence their emotional difficulty with diabetes, and vice versa, is not hard to 
understand. They suggest a lack of emotional support that could lead to a young 
person feeling left alone to manage their diabetes, which may be outside their 
capabilities. It is possible that emotional difficulty with diabetes may lead mothers to 
reduce their Care behaviours in an attempt to reduce conflict and/or promote 
independence in their adolescent sons and daughters.
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The Overprotection subscale covering items such as permitting favoured activities, 
and allowing independent decisions is of particular relevance during adolescence as 
these are likely to be important in the psychosocial tasks of increasing autonomy and 
individuation. Young people who experience control, i.e. the negative aspects of 
Overprotection, such as a mother not wanting them to grow up, invasion of privacy 
and attempts to control everything they do, are likely to have difficulty smoothly 
negotiating the developmental tasks of puberty and dealing emotionally with their 
diabetes. Mothers may, of course, increase their Overprotection behaviours as a 
response to their adolescents’ emotional difficulty with diabetes, in an attempt to 
reduce this aspect of their son or daughters difficulty with diabetes by providing more 
help and control.
Emotional difficulty with diabetes was associated with a number of coping behaviours 
as identified from the Adolescent Coping Scale (ADS). Young people who rated more 
use of the behaviours Worry, Seek to Belong, Wishful Thinking, Not Coping, Tension 
Reduction, Ignore the Problem, Self Blame and Keep to Self to cope with their 
diabetes were likely to show greater emotional difficulty with their diabetes. The 
behaviours. Worry, Wishful Thinking, Not Coping, Ignore the Problem and Self 
Blame indicate an anxious non productive coping style in terms of the health care 
tasks of managing diabetes. The coping behaviour Focus on the Positive is associated 
with lower levels of emotional difficulty with diabetes. It is possible that emotional 
difficulty with diabetes leads to the use of these coping styles as the reverse situation.
Regression analyses of the coping styles associated with emotional difficulty with 
diabetes identified four of them as significant predictors of the variance in emotional 
difficulty (see Table 10). These were Wishful Thinking, Ignore the Problem, Keep to 
Self and Focus on the Positive.
Diabetes necessitates a range of daily health care tasks such as blood sugar 
monitoring, giving insulin injections, and monitoring physical activity which as Shaw 
(2001) points out are a constant reminder of being ill and therefore different. One of 
the important social drives of adolescence is that for peer group affiliation. Wishful 
Thinking and Ignore the Problem coping styles predict emotional difficulty with
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diabetes. One possible reason they are adopted is as a means of denying difference 
and due to a desire for peer group identification. Both of these types of behaviour 
suggest a failure to acknowledge and accept the presence of diabetes as a life factor to 
be dealt with and managed. Such efforts to deny the reality of diabetes is unlikely to 
be conducive to adherence to the daily tasks of living with diabetes. This study has 
found such coping is predictive of poor psychosocial adaptation to diabetes as seen in 
emotional difficulty with the condition. It may be that a consequence of emotional 
difficulty with diabetes is the use of such coping behaviours
Keep to Self behaviours suggest an unwillingness to discuss issues about diabetes 
with peers and family members which could have an influence on the quality of such 
relationships leading to the risk of emotional and social isolation from others. Many 
studies have shown the importance of peers and friends as a source of emotional 
support for adolescents with diabetes ( Meldman, 1987; La Greca et al., 1995; Skinner 
et al., 1996). Young people who utilise such behaviours are also unlikely to share 
their concerns with members of the Diabetes Care Team and thus deny themselves 
access to a potentially effective source of support in managing their diabetes.
The coping behaviour Focus on the Positive is a predictor of lower levels of emotional 
difficulty with diabetes. Adolescents who rated frequent use of these behaviours adopt 
an evaluative style that permits them to ‘consider those worse off and ‘think about 
the good things’. Use of such emotion focussed coping is likely to be helpful in 
preventing the physical and emotional demands of living with diabetes from 
becoming overwhelming. Emotion focussed coping is identified by Lazarus and 
Folkman (1984) in their cognitive-appraisal model as a way to manage the demands 
of a situation that is appraised as taxing or exceeding the resources available by 
managing or regulating the negative emotions associated with the stressor. Focus on 
the Positive coping will clearly help balance the demands of diabetes with other 
aspects of the young persons’ life.
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4.2 Attitude to Diabetes
Low levels of Care (PBI) from mothers were found to be correlated with a negative 
attitude to diabetes (ADS) in the adolescents in this study. Kolvin et al. (1997) 
describe Low Care as neglectful parenting (when coupled with Low Overprotection) 
or affectionless control (when coupled with High Overprotection). Neither of these 
parenting/ relationship styles is likely to be helpful to the young person with diabetes 
in terms of developing a positive attitude to living with diabetes. A lack of 
behavioural and emotional support will characterise the mother-child relationship in 
‘neglectful parenting’. Whilst attempts to overly control behaviour with an absence of 
emotional warmth may be evident in ‘affectionless control parenting’. This 
interpretation of the association is speculative as a correlation does not permit 
conclusions about direction of causality. It is possible that low levels of Care by 
mothers arise in response to a negative Attitude to diabetes, because they are thwarted 
in their attempts to provide Care to their sons and daughters by this negative attitude.
A number of adaptive coping behaviours from the ACS are correlated with a positive 
attitude to living with diabetes. These are Seek Social Support, Focus on the Positive, 
Seek Professional Help, Problem Solving and Work. The first four of these all 
encompass an acknowledgement of diabetes as present but involve a behaviour which 
elicits help or makes a practical difference to daily life following rational appraisal of 
the challenges of living with diabetes. Young people who indicated use of Work as a 
way to cope with their diabetes are likely to be diligent and conscientious in their 
academic endeavours. Attributes such as these may lead to a positive attitude to 
diabetes as the daily healthcare tasks necessary may be appraised as an additional set 
of ‘work’ to be undertaken. Conversely, a positive attitude to diabetes may lead to 
these coping behaviours being used. It is also possible that the association is via 
another factor such a more general optimistic life outlook.
The practical implications of a young person having a negative attitude to their 
diabetes could be far reaching. They are much more likely to engage in behaviours 
detrimental to their diabetes control either in denial of, or in protest against living 
with the illness. Unsurprisingly, a negative attitude to diabetes (ADS) was found on
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regression analyses to be predictor of Ignore the Problem (ACS) coping behaviours. It 
is not possible to make causal interpretations about these two variables due to the 
cross-sectional nature of the data. A chronic illness such as diabetes requires daily 
attention to many life style aspects so ignoring it is unlikely to lead to a beneficial 
psychosocial adaptation to living with diabetes. There may be other issues in an 
adolescent’s life which can be coped with meaningfully by ignoring them e.g. 
pressure to conform to certain dress codes, but diabetes is not amenable to such a 
coping behaviour. These maladaptive behaviours may then lead to adverse 
physiological consequences and cause difficulties in relationships with parents as they 
attempt to control their sons’ or daughters’ behaviours. An adolescent attempting to 
‘Ignore the Problem’ to cope is unlikely to respond well to an increasing focus on 
their condition by a well intentioned but possibly over anxious parent, keen to get 
them to acknowledge their diabetes and adhere to prescribed behaviours. As Eiser 
(1993) points out conflicts between parents and their children may become 
particularly intense when parents perceive their child’s failure to adhere to treatment 
behaviours as life-threatening, in either the short term or for their future.
4.3 Missing School
Interestingly, in this study a significant correlation was found between Missing 
School (PDQ) due to diabetes and the level of Overprotection (PBI) by the mother 
reported by the participants. There was no relationship found between HbAlc level 
and Missing School. This suggests that a key factor in school attendance levels for 
young people with diabetes may be maternal anxiety levels that will lead to 
overprotective behaviours. An intriguing finding in this context is that of Eiser, Eiser, 
Town and Tripp (1991) who report that mothers of children with asthma were found 
to keep their children at home on days when they thought they might have an asthma 
attack. Clinical experience suggests that some mothers of young people with diabetes 
may be loathe to permit their children to go to school if they record a high or low BM 
reading in the morning. In additional to ensuring that they take appropriate action, 
mothers who tend to be overprotective may insist their child stays at home so they can 
be monitored. The mothers’ confidence in the schools’ ability to care for her childs’ 
diabetes is obviously likely to influence this decision considerably. It is probable that
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the mother of a young person with diabetes who is anxious, coupled with a poorly 
informed school will have a major negative impact on the young person’s school 
attendance. Such a situation may then spiral downwards, as the young person finds it 
harder and harder to attend school as they lose touch academically and socially with 
their classmates. It is possible in the situation when a child with diabetes is missing 
school that this will engender an increase in overprotective behaviours from their 
mother. Cross sectional correlation data such as that gathered in this study does not 
allow predictions about the way missing school and overprotection may be causally 
related. The way in which the decision to miss school was made was not explored in 
the study. In light of Eltringham and Aldridge’s (2002) comments on the transfer of 
responsibility for daily decisions from parents to young people during the adolescent 
years this would be interesting to investigate further. It would be interesting to know 
whether the decision to miss school was made by the parent or young person alone or 
in negotiation together. It is possible that this decision was reached in different ways 
depending on the age of the child and factors associated with the parent—young 
person’s relationship.
In view of this there are interesting correlation findings in the study concerning the 
coping behaviours (ACS) adopted by the participants which are correlated with 
Missing School (PDQ). Young people who Work, Focus on the Positive, Seek 
Relaxing Diversions, and engage in Physical Recreation are significantly less likely to 
Miss School due to their diabetes. All these coping behaviours involve an emphasis 
on an aspect, or aspects, of the young persons’ value system and lifestyle which is 
outside their diabetes care routines and/or is likely to have a positive impact on their 
sense of well being. Work as a favoured activity is likely to bring rewards in terms of 
both academic achievement and recognition and praise from parents and teachers. 
Using the evaluative strategy of Focus on the Positive involves such thoughts as 
Tooting on the bright side’ and ‘reminding myself that there are others who are worse 
off is likely to permit a young person with diabetes to adopt a positive future oriented 
approach to their life and engage in behaviours which will fit in with this such as 
attending school regularly. Seeking Relaxing Diversions and engaging in Physical 
Recreation will contribute to wellbeing emotionally and physically respectively. 
Young people who use relaxing diversions indicated taking their mind off the problem
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of diabetes by relaxing reading a book, watching television and going out and having 
a good time. None of these strategies suggests denial of diabetes and therefore neglect 
of necessary health behaviours, rather they point to an ability to refrain from negative 
thoughts about diabetes, and spend time on enjoyable leisure pursuits. Such activities 
are likely to lead to a reduction in stress related hormones that will have a positive 
impact on sense of wellbeing. Physical Recreation, i.e. playing sport and keeping fit, 
plays an important role in diabetes management because as Johnson (1995) points out 
it improves the utilisation of glucose and sensitivity to insulin, leading to greater 
glucose tolerance and more stable glucose levels. This study finds that the use of 
Physical Recreation as a coping behaviour for diabetes is associated with improved 
school attendance. It is unlikely this effect is entirely mediated through better 
metabolic control as this coping behaviour was not found to be correlated with HbAlc 
levels. It is possible that good school attendance permits access to facilities to engage 
in Physical Recreation via the school sports lessons and after school clubs, so that not 
missing school leads to more use of Physical Recreation, rather than vice versa. In the 
same way good school attendance may lead to an increase in the use of the other 
positively correlated coping behaviours discussed above.
Regression analyses of missing school on the significantly correlated variables 
discussed above indicated that no individual variable reached significance as a 
predictor of variance in school attendance. All variables together account for 11% of 
the variance in school attendance.
These findings indicate important avenues for the development of interventions to 
promote better school attendance in young people with diabetes. Ensuring good 
dissemination of diabetes related information to all school personnel is likely to have 
a direct effect on improving young peoples’ school attendance as they are less likely 
to feel stressed when in school if they are certain of appropriate care being available. 
Such information giving would also be of benefit in going some way to reduce 
maternal anxiety which may lead to a reduction in overprotective behaviours. Health 
care professionals working with the families of young people with diabetes need to be 
mindful of the possible role of maternal overprotection in leading to school absences 
due to diabetes. Direct interventions with these mothers to help them explore their
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behaviour in relation to their childrens’ school attendance may help improve 
attendance levels. A young person who has diabetes and an overprotective mother is 
likely to be doubly disadvantaged in terms of accessing school that could negatively 
impact on future life chances. Direct psychological interventions with young people 
with diabetes to try to increase the use of coping behaviours associated with good 
school attendance are also likely to be helpful in this respect. Such interventions may 
be particularly suited to work within a group situation.
4.4 Glycosated Haemoglobin Levels (HbAlc)
In this study the HbAlc levels of the participants range from 6.4 to 14%. The levels 
were distributed such that 17.5% had an HbAlc below 9%, 66.3% had an HbAlc 
between 9 and 12% and 16.3% had an HbAlc greater than 12% at the clinic visit in 
the two weeks prior to the collection of the other data for the study. Data collected for 
HbAlc levels for adolescents with diabetes in the South East of England at this time 
suggest the levels found in this study are a little above the mean for the area, 
(TWINKLE database, 2001). Boardway et al. (1993) suggest that in adolescents with 
IDDM an HbAlc level above 9% is indicative of poor metabolic control, whilst 
HbAlc levels of more than 12% are considered to show clinically problematic 
metabolic control levels. These levels were suggested nearly ten years ago, so it 
would not be unreasonable to expect more rigorous control in 2000, in view of 
improved treatment regimes developed by research activity during that time. Given 
the evidence from the DCCT (1994) on the increased risk of long term complications 
of IDDM associated with elevated HbAlc levels it is of concern that 82.6% of the 
participants in this study had HbAlc levels indicating poor metabolic control 
according to Boardway et al’s definition.
There were no direct relationships found in this study with HbAlc levels, but a 
possible curvilinear relationship between HbAlc level and Care (PBI) was identified. 
This suggests that young people who perceive their mothers as giving them low levels 
of Care have mean HbAlc levels significantly above those who rated their mothers as 
providing average levels of Care or high levels of Care. There was also some
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indication that those who rated receiving high Care from their mothers had elevated 
HbAlc levels compared to those receiving average Care, (see Table 13 and Figure 4). 
Care is conceptualised as a positive parental attribute on the PBI, (Parker et al, 1979). 
The young people in the study who indicated they receive low levels of Care are 
likely to be in a family situation where they are trying to manage their diabetes care 
routines without what they perceive to be an adequate level of parental support and 
supervision. The PBI is a measure of child-parent relationship quality rather than 
family functioning, but it is not unreasonable to predict that low levels of perceived 
Care will be coupled with an absence of supportive behaviours in relation to diabetes 
care. The young people’s elevated HbAlc levels may be a consequence of this 
absence of support, or the absence of support could be a consequence of elevated 
HbAlc levels.
On the other hand, it is possible that in the case of an adolescent with IDDM high 
levels of Care could be detrimental to metabolic control as they may conflict with the 
psychosocial tasks of adolescence, i.e. development of autonomy and independence. 
This may account for the tentative finding that adolescents who rated high levels of 
Care had slightly (though not significantly) raised HbAlc levels compared to those 
who rated average Care. The quality of parent-child relationships, as perceived by the 
young person, in relation to adolescents with IDDM and their metabolic control 
would seem to be worthy of further study.
4.5 Age, Gender and Coping Behaviours
Band’s (1990) work on coping strategies adopted by children with diabetes suggests 
that younger children are more likely than older children to use primary control 
behaviours as identified in Rothman et al.’s (1982) coping model. Lazarus and 
Folkman (1984) describe these as ‘problem-focussed’ coping. Band reports that 
children who use such problem focussed behaviours tend to be better adjusted and 
more accepting of their diabetes. This study replicates those findings as less use of 
Ignore the Problem (ACS) is associated with less emotional difficulty with diabetes 
(ADS) and a more positive attitude to diabetes (ADS), as discussed above. The 
present study also found some differences in coping behaviours (ACS) with both age
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and gender. Adolescent girls were more likely to Seek Social Support (ACS) and 
Invest in Friends (ACS) than adolescent boys to cope with their diabetes. As Seeking 
Social Support is associated with a more positive Attitude to Diabetes (ADS) it could 
be helpful to encourage the use of this behaviour, particularly in girls to whom it 
appears more applicable. This study found that younger participants were more likely 
to use Seek Social Support (ACS), Wishful Thinking (ACS), Social Action (ACS) 
and Self Blame (ACS) than the older adolescents in the study. Facilitating the use of 
Seek Social Support behaviours may improve a young person’s attitude to diabetes as 
outlined above. These behaviours involve social interactions such as sharing the 
problem with others, and enlisting their support, encouragement and advice. Wishful 
Thinking and Self Blame which are both used significantly more by younger study 
participants are emotion focussed coping styles both of which are likely to be 
unhelpful and contradictory to a more adaptive problem focussed coping style. Use of 
both these coping styles is correlated with emotional difficulty with diabetes (ADS) as 
detailed above. It may therefore be helpful to provide psychological interventions to 
younger adolescents with diabetes based on exploring such unhelpful cognitions to 
reduce the use of Wishful Thinking and Self Blame.
4.6 Diagnostic Issues
The parents of the young people in the study were asked about the time of diagnosis 
of IDDM in their sons’ and daughters’ (see PDQ in Appendix page 4). This 
information was sought because clinical experience suggested that many parents had 
vivid, distressing memories of the process of diagnosis of IDDM. Parents reported a 
range of symptoms first noticed at the time of diagnosis, excess drinking (47.5%), 
weight loss (20%), polyuria (15%) and generally ‘unwell’ (17.5%). Parents whose 
childrens’ IDDM was diagnosed during the summer months often assumed the excess 
thirst they observed was due to things such as ‘hot weather’ or ‘being active playing 
outside’. In twenty-one cases, of the eighty participants, the child made more than one 
visit to their G.P. before a diagnosis of IDDM was reached. Parents who noted more 
diabetes specific first symptoms, i.e. excess drinking and polyuria, were significantly 
more likely to receive a diagnosis of IDDM at their first G.P. visit, than those who 
noted more general symptoms i.e. weight loss and ‘unwell’. One mother spoke with
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distress of making five visits to her G. P. over two weeks with her ‘unwelP daughter 
before a diagnosis of IDDM was reached, by which time her daughter was unable to 
walk unaided. Better education of the public, and some G.P.’s, about the symptom 
range likely to be noted at onset of IDDM in young people would help avoid delays in 
a diagnosis being reached. The distress engendered by delays in the diagnosis should 
not be under estimated. None of the parents interviewed in this study had difficulty 
recalling the time of diagnosis and details about it. Several recounted their 
experiences with some distress, and a significant minority recalled details such as the 
day of the week on which they were told their child had IDDM. This indicates the 
importance of appropriate psychoeducational support being given to families at the 
time of diagnosis to try to help alleviate such distress.
4.7 Parental Report Issues
In this study parents were asked about their sons’ and daughters’ level of 
independence in administering their insulin injections and managing aspects of their 
daily care routine e.g. timing of injections. As Bobrow et al. (1985); Anderson et al. 
(1980) and C.Hanson et al. (1987) all point out parental involvement in the health care 
routines of a young person with IDDM can be a critical factor in level of adherence to 
necessary behaviours. The current study found no relationship between either 
independent administration of injections or supervision and HbAlc levels. Ingersoll 
et al. (1986) report evidence that by the time adolescents reach 15 years old parents no 
longer regularly participate in their diabetes care as the young people are expected to 
take full responsibility. In this study no gender difference was found in independent 
insulin injections (see Table 5). Unsurprisingly, a significant difference was found in 
levels of independent administration of insulin and supervision with age. Younger 
adolescents were more likely to receive supervision and less likely to be 
independently administering their insulin (see Table 6). Interestingly in view of 
Ingersoll et al.’s findings the present study indicates that only nine (22%) parents 
report no supervision in their childrens’ diabetes care when their children are aged 14 
to 17 years old, (n = 40). In this age group twelve parents (30%) report at least 
occasionally administering their sons’ and daughters’ insulin injections. It is 
impossible to know whether this is perceived as supportive or intrusive by the young
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people involved, or who initiates this parental administration of insulin. It may be a 
result of parent-child conflict in a family where an adolescent is thought to be failing 
to administer their insulin in a timely manner or at all. The parent may then feel 
obliged to take control of insulin administration at least some of the time. On the other 
hand it may be a behaviour requested by the adolescent to elicit support occasionally. 
It is likely that the balance between independence and supervision and support is 
critical to the psychological wellbeing of a young person with diabetes. The 
behaviours and emotional care demanded by the presence of diabetes may be difficult 
to reconcile with meeting the developmental needs of the adolescent. It may also be 
the case that the balance between the need for supervision and support against 
independence will vary daily depending on other external factors, such as peer 
relationships. The emotional demands and behaviours required of a parent of a young 
person with diabetes during adolescence may be very challenging, as found by 
Hanenstein et al. (1989). Families may require help from professional sources, such as 
members of the Diabetes Health Care Team. Access to psychosocial expertise from 
e.g. Social Workers, Clinical Psychologists and Family Therapists can be very helpful 
in such circumstances.
The parents in the study were also asked an open-ended question (PDQ) designed to 
find out which aspect of being the parent of a young person with diabetes they found 
the hardest. Eight areas of difficulty were identified by the parents in the study (see 
Table 7). Many parents spoke of a number of problems and areas of concern, in which 
case they were asked to rate which was hardest. The most cited worry (30%) for 
parents was their sons’ and daughters’ behaviour when they were outside the home. 
Many parents of adolescents without diabetes may express a similar concern. In the 
study this worry focussed especially on adherence to recommended diabetes related 
behaviours whilst away from parental monitoring. The parents spoke of the peer 
pressures their sons’ and daughters’ may be subjected to relating to conforming with 
adolescent behaviours such as smoking and drinking. Parents were fearful not only 
that their young people would engage in undesired behaviours but also that they 
would neglect to carry out necessary diabetes related behaviours such as 
administering insulin and blood sugar testing. Seiffge-Krenke (1998) points out the 
importance of achieving a balance between parental monitoring and the adolescents’
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developmental needs. Parents who spoke of this aspect of their family life as most 
difficult almost always acknowledged that they knew the importance of permitting the 
young people increasing independence and would not seek to restrict their young 
people’s activities outside the home. The wide spread use of mobile telephones has 
helped reduce parental concerns. In some cases parents spoke of buying their young 
people a mobile phone and demanding that they telephone home whilst out, or spoke 
of telephoning them to check on their wellbeing whilst they were out. Such 
behaviours may not be well accepted by the young people with diabetes. A possibly 
linked concern about dietary adherence was mentioned by 21.25% of parents. This 
concern is obviously at its greatest when young people are outside their home and 
away from parental supervision, but some parents spoke of conflicts around diet 
within the home as being a difficulty for them, particularly if siblings requested foods 
which transgressed diabetes dietary guidelines, such as unlimited chocolate.
Some parents (17.5%) spoke of finding their sons’ and daughters’ moods a difficult 
area to deal with. Compared to parents of adolescents without diabetes, the parents in 
this study had to discriminate between ‘adolescent moods’ and ‘diabetes related 
moods’. Many of these parents reported finding this discrimination very difficult but 
important because they would want to deal with the two types of moods in different 
ways. If they felt they were dealing with a ‘diabetes related mood’ they would want to 
encourage a blood sugar test to help identify necessary corrective action, whereas if it 
was an ‘adolescent mood’ they would behave differently. This was mentioned by 
some parents as being particularly vital in terms of being seen to be fair with 
discipline to all the adolescents in their family. The demands that a young person with 
diabetes placed on the whole family system in terms of regimentation of family 
routines such as mealtimes was identified as a the major concern by 7.5% of parents. 
As Altschuler (1997) points out issues about whole family adaptation may be key in 
achieving good care levels when a child has a chronic illness. Clearly this will be 
easier for some families than others depending on their prior level of organisation and 
the flexibility of family members following diagnosis.
A number of parents spoke of specific diabetes related behaviours as their main 
concern. Injections were a concern for 5% of parents, while another 5% cited BM
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testing as the major concern. This study found some evidence of elevated HbAlc 
levels (Mean = 11.45%) in the young people whose parents were worried about 
injections, but the small numbers (four families) did not permit further analysis. 
Clinical experience suggests that the frequency of blood sugar testing is a common 
source of conflicts between parents and young people. Many young people find 
regular blood sugar tests an unwelcome reminder of their condition and feel the 
results only tell their parents something about their diabetes control that the young 
person already knows. In such cases it would seem important to point out to the young 
people the value of blood sugar test results to Paediatricians in giving them accurate 
information on which to base decisions about altering insulin prescriptions. In clinical 
practice it has sometimes proved effective to negotiate a compromise with a young 
person who is refusing to carry out regular blood sugar tests. The basis of this is to 
request only once weekly blood sugar tests providing the young person is feeling 
well; and then to strongly encourage them to do two blood sugar tests each day for the 
two weeks prior to their next clinic visit, for the reason above.
Only three (3.75%) of parents spoke of fear of ‘hypos’ as their main concern about 
their young people with diabetes. This is surprising given the assertion by Marteau et 
al. (1987) that parents eagerness to avoid the threat of hypoglycaemia was an 
important motivation in their care of their children with diabetes. This may be 
explained by two factors. Marteau et al’s work was prior to the 1994 findings of the 
DCCT, which provided clear evidence of the importance for long term welfare of 
tight blood sugar control. Also in the present study most participants had HbAlc 
levels which meant that they were likely to be at risk of a ‘hypo’ only rarely. Eight 
(10%) of parents cited Tong term thoughts’ as the hardest thing about being the parent 
of a young person with diabetes. Interestingly, the children of these parents had a 
lower mean HbAlc (9.88%) than those who found other things hardest, (again small 
numbers preclude further analysis). It is possible that a parent who is aware of and 
concerned about the long-term complications of diabetes may make more strenuous 
efforts to help their son or daughter achieve tight blood sugar control. So, parental 
education, as well as education of the adolescent with diabetes, may be an important 
factor in helping adolescents with diabetes achieve better metabolic control and 
improved longer term health outcomes. How this operates within the family system
75
may need to be carefully exercised to prevent over authoritative parenting during the 
adolescent years.
Summary and Recommendations
The study discussed here was cross sectional, so providing only a ‘snapshot’ view of 
the variables explored. A longitudinal study over two or three years would be likely 
to yield more information about the psychological wellbeing of adolescents with 
diabetes. Unfortunately it was not possible to gather data from the fathers of the study 
participants. This may have given a wider family perspective on some of the issues 
discussed here. The study looked at a number of indicators of psychological well 
being and yielded some interesting predictive results concerning a number of coping 
behaviours and psychosocial adaptation to diabetes. The use of the FBI provided 
important information on the mother-adolescent relationship from the adolescents’ 
perspective, with some indicators worthy of further research, particularly levels of 
Care and HbAlc levels and school attendance and overprotection.
The above detailed discussion of the study findings illustrates how complex and 
varied the factors are which affect the psychological wellbeing of adolescents with 
diabetes. It is vital that young people with IDDM are not inappropriately led to blame 
themselves for poor metabolic control by health care professionals. It must be 
remembered that, as Johnson (1995) points out, most studies have shown either no or 
only weak correlations between treatment adherence and metabolic control. 
Improving the physical and emotional wellbeing of adolescents with diabetes will be 
best achieved within the framework of a partnership between the young person, their 
family, their school and their health care team. All parties in this partnership will need 
to be fully aware of the complexities of diabetes management during the adolescent 
years. Some possible ideas which could be used within this partnership are described 
in this discussion as a result of the findings of this study.
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YOUNG PEOPLE WITH DIABETES RESEARCH STUDY
INFORMATION FOR YOUNG PEOPLE.
I am a Clinical Psychologist who works with children and adolescents with
chronic illness. Many of you will have met me at Outpatient Clinic visits in the 
past.
When you have diabetes it requires a lot of skill and time to keep healthy. You 
need to organise your diet, exercise, daily injections and blood testing routine. 
As you get older you will gradually take over the responsibility for your diabetic 
care routine. This may be very challenging for you and your family due to the 
other demands of growing up.
I am carrying out a research project to explore some of the psychological factors 
associated with the control of diabetes in young people aged 11 -  17 years old. 
The aim of the study is to increase knowledge about these factors. This can then 
be used to improve clinical practice, and may be published in scientific journals.
The research will involve you filling in three questionnaires about aspects of 
your life. These look at how you cope with difficulties, your adaptation to 
havmg diabetes and your relationship with your parent(s). All together they
t^ 6 ^b0Ut “ 30 mînutes t0 m  in. If you decide to take part in the study, 
your blood test (HBAlc) results from today will be recorded.
The information you give on the questionnaires will not be seen by your 
parents) or any one else except me. All the research information will be 
identified by a code number not your name.
Whether or not you decide to volunteer to take part in this research study will
not affect your future treatment in any way.
Everyone who takes part in the research project will receive a summary of the
findmgs in approximately one years time, after all the data is collected and 
analysed.
If there are any questions you would like to ask me about the research, I  should
be very pleased to talk to you about it.
If you do wish to volunteer to take part in this research study, please would you
sign the attached consent form and return it to me.
Anne Possamai
Paediatric Clinical Psychologist 
Child & Family Consultation Service
YOUNG PEOPLE WITH DIABETES RESEARCH STUDY
INFORMATION FOR PARENTS.
I am a Clinical Psychologist who works with children and adolescents with 
chronic illness. Many of you will have met me at Outpatient Clinic visits in the 
past.
When you have diabetes it requires a lot of skill and time to keep healthy. You 
need to organise your diet, exercise, daily injections and blood testing routine.
As your child gets older they will gradually take over the responsibility for their 
diabetic care routine. This may be very challenging for them and you, as 
parents, due to the other demands of growing up.
I am carrying out a research project to explore some of the psychological factors 
associated with the control of diabetes in young people aged 11 -  17 years old. 
The aim of the study is to increase knowledge about these factors. This can then 
be used to improve clinical practice, and may be published in scientific journals.
The research will involve your child filling in three questionnaires about aspects 
of their life. These look at how they cope with difficulties, their adaptation to 
having diabetes and their relationship with you. All together they will take 
about 20 -  30 minutes to fill in. If they and you decide to take part in the study, 
their blood test (HBAlc) results from today will be recorded. You will be asked 
to give me some information about your child with diabetes and your family in a 
brief interview.
The information given on the questionnaires will not be available to you, and 
your responses to the interview will not be seen by your son / daughter. All the 
research information will be identified by a code number not your names. •
Whether or not you and your son / daughter decide to volunteer to take part in 
this research study will not affect their future treatment in any way.
Everyone who takes part in the research project will receive a summary of the 
findings in approximately one years time, after all the data is collected and 
analysed.
If there are any questions you would like to ask me about the research, I should 
be very pleased to talk to you about it.
If you do wish to volunteer to take part in this research study, please would you 
sign the attached consent form and return it to me.
Anne Possamai
Paediatric Clinical Psychologist 
Child & Family Consultation Service
« \  
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YOUNG PEOPLE WITH DIABETES RESEARCH STUDY
CONSENT FORM FOR YOUNG PERSON
If you wish to participate in the study please fill in this form and return 
it to:-
Anne Possamai in Diabetic Clinic or the Clinic Nurse.
I agree to participate in the Research Study outlined in the attached 
Information Sheet. -
I understand the records kept of the information I give will be coded so 
as to prevent identification of any person. I understand that all the 
information obtained will be treated as strictly confidential, and I have 
the right to withdraw from the study at anytime without obligation.
Young person with diabetes
Print Name
Signature
YOUNG PEOPLE WITH DIABETES RESEARCH STUDY
CONSENT FORM FOR PARENT
If you wish to participate in the study please fill in this form and return 
it to:-
Anne Possamai in Diabetic Clinic or the Clinic Nurse.
I agree to participate with my son / daughter in the Research Study 
outlined in the attached Information Sheet.
I understand the records kept of the information I give will be coded so 
as to prevent identification of any person. I understand that all the 
information obtained will be treated as strictly confidential, and I have 
the right to withdraw from the study at anytime without obligation.
Parent of voung person with diabetes
Print Name
Signature
Feedback Report on Research Study -  Young People with Diabetes
Eighty young people between the ages of eleven and seventeen years, who had been 
diagnosed to have insulin dependent diabetes mellitus (IDDM) at least one year 
previously, took part in this study. They completed three questionnaires to assess their 
psychosocial adaptation to diabetes, their perception of aspects of their relationship 
with their mother and the behaviours they used to cope with their diabetes. Their 
parents were interviewed to gather information about family composition, level of 
supervision of diabetes-related behaviours, school attendance and parental concerns 
about the young person with diabetes. The HbAlc level from a clinic visit within two 
weeks of data collection was used as a measure of diabetic control.
Analyses of the results found that the young people were better adapted to living with 
their diabetes if they spoke to others about it and acknowledged it rather than hoping 
the diabetes would go away. Missing school due to diabetes was found to be 
associated with young people perceiving their mothers as overprotective. No direct 
relationship between HbAlc levels and any of the measures used was found. 
However, there was some suggestion that young people who felt their mothers gave 
them average levels of care had better HbAlc levels than those who felt they had 
either low or high levels of care. Unsurprisingly, the level of supervision provided by 
parents was found to reduce with increasing age. However, many parents even in the 
older age group provided support to their sons and daughters by verbal prompts to 
remember their insulin injections at the correct time, etc. A range of concerns were 
identified by the parents of the young people, relating to independence, moods, long 
term outcomes and daily adherence to diabetes care regimes. The commonest stated 
worry was ‘when they are out’.
This research has led to a number of ideas that could influence clinical practice such 
as inviting non-resident fathers to attend clinic appointments and further exploration 
of how the decision is made to miss school and by whom.
Anne Possamai
Consultant Clinical Psychologist 
December 2002
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MATERIAL REDACTED AT REQUEST OF UNIVERSITY
PARENTS DEMOGRAPHIC INTERVIEW DATA
1. Name of Parent?
2. Name of adolescent with diabetes?
3. Age?
4. How long had diabetes?
5. Who lives at home with you both?
6i Has (2) above ever needed extra help with learning at school? 
If so, on Essex Stages of Assessment?
7. Does (2) miss school due to diabetes?
If so, how much as % / days.
8. Does (2) above do: All , of own injections.
Most
Some
Few
9. Do you or anyone else at home supervise these injections?
Always
Usually
Sometimes
Never
10. When (2) was first diagnosed to have diabetes what happened?
?
11. What do you find the hardest thing about being the parent of a young 
who has diabetes?
CRITICAL REVIEW OF ATTACHMENT THEORY AND ITS 
RELATIONSHIP AND RELEVANCE TO PRESENT DAY CHILD 
AND ADOLESCENT MENTAL HEALTH SERVICE PRACTICES
(4,832 words)
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7 Critical Review 1
This review will critically explore the development of Attachment Theory, first 
formulated in 1951 by Bowlby. The ways in which the theory has been amended and 
modified by later research will be discussed and evaluated, with reference to the 
antecedents and consequences of poor attachment relationships between infants and 
parents. Next, the relationship and relevance of Attachment Theory to current practice 
within Child and Adolescent Mental Health Services in England will be critically 
examined, with examples from work with under five year olds and with children with 
attention disorders. It is concluded that, despite the limitations discussed in this 
review. Attachment Theory has provided a framework to understanding many aspects 
of human relationships and is an important foundation to much of the current practice 
in Child and Adolescent Mental Health Services.
7.1 Development of Attachment Theory
Attachment theory was proposed by Bowlby (1951). His interest in mother/child 
relationships began with his empirical study of 44 juvenile thieves, using a 
retrospective review of their psychosocial histories. He identified the importance of 
relationship factors in early life to later psychosocial functioning (Bowlby, 1944), 
pointing out the likely adverse effects on personality development of frequent changes 
of mother figure and/or long periods of institutional care during the early years of life. 
Bowlby’s early work led to major improvements in the care of young children in 
hospitals and residential institutions (Holmes, 1993). Attachment theory has a 
biological basis that places the mother-child ‘bond’ at the centre of an evolutionary 
behavioural system that functions to keep children near their mothers and thus safe 
from predators and other dangers. Attachment relationships are thus fundamental to 
the survival of the species and to human emotional development. Such relationships 
are based on the strong affectional bonds of a child to a stronger, wiser and potentially 
protective attachment figure (Bowlby, 1969, 1973, 1980 ). Now attachment ideas 
have become important in most writings on relationships and social development 
during both childhood (e.g. Bretherton, 1990; Bretherton & Waters, 1985; Greenberg,
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Cicchetti & Cummings, 1990; Sroufe, 1983) and adult life (Hazan & Shaver, 1994; 
Parkes, Stevenson-Hinde & Marris, 1991). Most of the key components of 
attachment concepts have gained empirical support (Belsky & Cassidy, 1994; Rutter, 
1991). In line with this there has been an increasing recognition of the important 
implications of attachment concepts for many areas of mental health practice (Belsky 
& Nezworski, 1988). A key tenet of attachment theory is the idea that attachment 
security remains a continuous feature of relationships through the whole of life.
The significance of Bowlby’s early writings on attachment was the assertion that 
children’s experiences of interpersonal relationships were vital to their psychological 
development (1944; 1951). He pointed out that the formation and maintenance of a 
relationship with the child was as important an aspect of parenting as providing 
discipline, experiences and physical care. There was focus on the need to think about 
parenting in terms of consistency of caregivers over periods of time and parental 
sensitivity to individual children’s needs. Bowlby later developed his ideas (1969; 
1973; 1980) to clarify the nature of the attachment aspect of early carer-child 
relationships, differentiating this from other relationship elements. The role of 
attachment in the development of a sense of security and thereafter independence and 
later mature social functioning was clearly stated in order to differentiate attachment 
from dependence. The development of attachments is seen as an innate feature of 
human development as a social being; not learned as the result of reinforcement by 
gaining food. This idea is supported by Harlow and Zimmermann’s (1959) 
experimental studies with young rhesus monkeys that found they preferred soft 
dummy surrogates to hard ones that provided food.
Ainsworth, Blehar, Waters & Wall (1978) recognised that the security or insecurity of 
an attachment relationship was a crucial factor in individual differences in such 
relationships. They developed the ‘Strange Situation’ procedure to assess attachment 
security. There are marked individual differences seen between children on 
separation and reunion in this Situation showing that changes in proximity of a 
primary carer does impact on a child’s behaviour. These differences are thought to 
reflect differing attachment securities. Experimental studies have shown that some
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neurobiologicai and neuroendocrine changes take place when children show such 
attachment behaviours (Kraemer,1992).
The ‘Strange Situation’ procedure allows the identification of four differing qualities 
in the attachment relationship and therefore the nature of attachment between child 
and caregiver. These types are secure, anxious, avoidant (Ainsworth et al., 1978) and 
disorganised/disoriented (Main & Solomon, 1990), and are classified according to 
behaviour seen on separation and reunion with a primary carer. The ‘Strange 
Situation’ has limitations, as it is very dependent on brief separations and reunions 
having the same meaning for all children. This is not culturally appropriate to infants 
in places such as Japan where infants are rarely separated from their mothers 
(Miyake, Chen & Campos,1985). Modifications to the ‘Strange Situation’ have been 
developed for use with older preschool children (Belsky & Cassidy,1994; Greenberg 
et al.,1990) but it is doubtful if the same techniques could be modified for use in 
middle childhood. Separations are unlikely to provide the same stress for them as 
they have developed the cognitive capacity to maintain reassuring mental 
representations of relationships when the other person is absent. There are two further 
serious limitations to the ‘Strange Situation’. Firstly it is based on only 20 minutes of 
behaviour which is unlikely to be long enough to rigorously assess all the qualities of 
a child’s attachment relationships. Also the assessment places children’s attachment 
relationship into one of four discrete categories. It seems likely that infants vary in 
their security along continuously distributed dimensions, and that the four categories 
are inadequate to cover individual variations in attachment relationships 
(Rutter,1980).
7.2 Later Research
Many of the key features of attachment theory have gained strong support from later 
research (Belsky & Cassidy,1994; Rutter, 1981 ;1991) and have important implications 
for clinical practice (Holmes,1993; Schaffer,1990). This will be explored in detail 
later in this review. Some aspects of Bowlby’s original ideas on attachment have been 
amended by him and others. His early writings drew on ideas from ethology and 
likened attachment behaviour to ‘imprinting behaviours’ seen in some animals 
(Lorenz, 1935) shortly after birth. This led to the idea that selective attachments
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needed to develop in a sensitive period during the first two years of life. Now this has 
been shown to be too rigid; good parenting after these early years can ameliorate the 
negative effects of early adverse attachment experiences. It has been shown that there 
is a sensitive period during which it is preferable for selective attachments to develop 
but this is probably longer and the effects are not as fixed and irreversible as 
originally thought by Bowlby (Rutter,1995). Bowlby’s early work emphasised the 
biological need to develop a selective attachment with one person only, 
(monotropism) and saw the quality of this relationship as different to all others. The 
idea of a high degree of selectivity, so that relationships are not interchangeable, is 
now confirmed. It is also now evident that there are definite hierarchies in selective 
attachments as it is usual for children to develop selective attachments with a small 
number of people who are involved in caring for them. Children do however prefer 
reassurance from one particular adult (usually the mother) if they are available and 
will only accept comfort from others if this preferred person is unavailable 
(Lamb,1984; Kagan,1984). The impact of a lack of permanent carers during the early 
years on later functioning was highlighted by Rutter, Quinton and Liddle (1983) who 
compared a group of women raised in institutional care with a control group of inner 
city women raised in their family of origin. They found that the institutionally raised 
women had a higher rate of psychological problems in adult life and were more likely 
to experience relationship problems with their partners and children.
It is now clear that social development is a dynamic process which is affected by later 
relationships not only those in the early years as first thought (Bowlby, 1988). It is 
evident, however that early relationships and experiences are important in shaping 
fixture potential for social development. Infants are bom with an immature nervous 
system in which brain growth and specialization continues especially during the first 
three years after birth. All experiences during this time will influence the 
neurodevelopmental process by causing changes in neurochemical activity in the 
brain as it internalizes information (Beaumont, 1988). Nash (1997) discusses 
findings that children who live in environments with few opportunities to play and 
who are rarely touched develop brains that are 20%-30% smaller than normal for their 
age. Perry (cited by Fahlberg, 1995) highlights the way brain development can be 
effected by prolonged stress during the critical period pointing o u t6 this child’s
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template for brain organization is the stress response their brain develops as if
the entire world is chaotic, unpredictable, violent, frightening and devoid of nurture,’ . 
Nash suggests that by the age of three a child who is neglected or abused bears marks 
that, if not indelible, are exceedingly difficult to erase. These ‘marks’ involve the 
neurophysiological balances in the child who has had adverse early experiences. The 
quality of attachment may be a key factor in these experiences. The hormones and 
neurotransmitters involved in the stress response are important in neurone activity, so 
high levels will impact on the development of other areas related to the stress 
response such as motor behaviour and affect regulation. Abnormalities in these areas 
were found in the behaviour of a sample of institutionalised children with adverse 
early experiences (Tizard, 1977) and are often observed in children with attachment 
disorders (Cline, 1987).
The role of a child’s temperament in shaping its attachment relationships was not 
accepted by attachment theorists for many years (e.g. Sroufe, 1983). Their argument 
was founded on the concept of attachment as inherent in a dyadic relationship and 
therefore not related to a feature in an individual. They also pointed to the empirical 
evidence that the security shown in a child’s relationship with one parent had only a 
weak association with the quality shown in the relationship with the other parent (Fox, 
Kimmerly & Schafer, 1991). There are now findings that there may be a connection 
between temperament and attachment security in that a child with a temperament 
showing negative emotionality seems to be associated with insecure attachment, but it 
is not known which is causal. It is clear that temperament is one of many factors that 
influence children’s responses to separation and reunion (Thompson, Connell & 
Bridges, 1988; Vaughn et al. 1992).
There is evidence that early attachment relationships have an influence over and show 
some continuity with later relationships with peers (Belsky & Cassidy, 1994; Rutter,
1991). Sroufe et al. (1983) found evidence from observational studies that securely 
attached children settled easily at nursery school and interacted better with teachers 
and other children than their insecurely attached peers. This concurs with attachment 
theory, that later social interactions are strongly affected by early attachment 
relationships. This is evident even when environmental circumstances change as in
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Hodges and lizard’s (1989) follow up study of children who had been in residential 
nurseries. This suggests that attachment security which begins as a dyadic relationship 
feature is in some way perpetuated within an individual as they develop. Bowlby 
(1980) hypothesized that the influence of early attachment experiences is integrated 
and organized through representational or internal working models, which structure 
and organize perception and the interpretation of experience of interactions with 
others. These models are open to modifications through later experiences but are seen 
as becoming more resistant to change with increasing age (Bretherton, 1987,1990; 
Sroufe & Fleeson, 1986; Stem, 1985). The way in which such internal working 
models may develop during infancy is challenging to understand, as the task of 
representing varying relationships is likely to be outside the cognitive ability of the 
infant. Internal working models are one of the theoretical bases of cognitive- 
behavioural therapies (Beck, Rush, Shaw & Emery, 1979; Teasdale, 1993) and Kagan 
(1984) has described the importance of such cognitive processing to the developing 
child. However, Hinde (1988) points out the challenge of using this concept to 
generate testable hypotheses in relation to early attachment experiences.
Attachment theory postulates that attachment security remains a continuous feature of 
relationships throughout life. This is supported by evidence showing that 
bereavement or the loss of a love relationship is a stressor in later life (post infancy) 
and that the existence of a close confiding relationship is protective against stress in 
adults and children (Hazan & Shaver, 1994; Parkes et al, 1991; Rutter & Rutter, 
1993). The Strange Situation has been adapted for use with children up to the age of 
six years (Cassidy, 1992) and has shown that the differences between categories of 
attachment quality do persist. It has been claimed that insecurity in a person’s 
attachment relationship with parents in early childhood influences their later 
relationships when adult (Main, 1991; Main & Hesse, 1990; Main, Kaplan & Cassidy, 
1985). Main has developed the Adult Attachment Interview (AAI) to assess early 
attachment experiences in adult life, and classify individual adults as secure or 
insecure. This is a retrospective measure that may be influenced by experience 
subsequent to early attachment relationships. It is difficult to reconcile with Bowlby’s 
concept of attachment security as a feature of a dyadic relationship. However, there is 
evidence of its validity in the connections between relationships across generations as
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measures of maternal attachment insecurity taken during pregnancy (assessed using 
the AAI) were found to predict the insecurity of the infant’s attachment relationship 
with the mother when the infant was one year old (Fonagy, Steele & Steele, 1991; 
Fonagy, Steele, Steele, Higgit & Target,1994). So parents’ own early experience of 
attachment is associated with the capacity to be well functioning parents themselves.
Connections between relationships are not all due to a continuing influence of 
attachment qualities as Hinde and Stevenson-Hinde (1988) and Sameroff and Emde 
(1989) point out. There are elements of dyadic relationships that are outside 
attachment theory ideas and aspects of social systems that are broader than dyads 
(Dunn, 1993; Hinde, 1976, 1979; Nash, 1988; Sameroff & Emde, 1989). Bowlby, 
himself, was careful to distinguish between attachment qualities and other features of 
relationships. Sameroff and Emde(1989) and Dunn (1993) have highlighted the 
importance of considering the evidence that childrens’ relationships with other people 
are complex and involve different functions and dimensions such as connectedness, 
humour, control, intimacy, and shared positive and negative emotions. Dunn’s work 
on early sibling relationships shows the important influence of these on social 
development. Such relationships are based on many factors, involving not only 
attachment security. Parents’ relationships with their children are complex involving 
an attachment aspect but also caregiving attributes, discipline, and play/companion 
features.
The associations between attachment security and prediction of later functioning have 
sometimes been overly inclusive. Sroufe (1988) makes clear that specific claims of 
attachment theory relate to the child’s developing sense of inner confidence, efficacy, 
and self-worth, along with aspects of personal relationships such as the ability to be 
emotionally close, to seek and receive care, and to give care to others. So, he suggests 
that attachment has no direct connections with cognitive development and that, 
although anxious attachment is a risk factor for later psychopathology, it does not 
directly cause adult psychiatric problems. Some significant associations have been 
found between insecure attachment in infancy and a variety of forms of later 
psychopathology in childhood and adult life (Belsky & Cassidy, 1994). However, the
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findings are not consistent across all studies. A key issue for Attachment Theory is 
how to demonstrate the unique effects of early attachment on adult outcomes.
The adverse environments that may lead to attachment insecurity usually include 
other risk factors that may not directly influence the attachment aspect of the parent- 
child relationship. In Harlow and Zimmerman ’ s studies the monkeys raised on wire 
surrogates showed severe problems in later sexual and parenting behaviours. 
However, these monkeys were reared in social isolation and it cannot therefore be 
assumed that the later outcomes were due only to attachment difficulties. In the same 
way, the adverse outcomes associated with child abuse or institutional rearing are due 
to a number of elements in the environment which are likely to be disadvantageous, 
not all necessarily related to attachment issues. Bowlby, himself, emphasized the need 
to consider the role of later experiences, and the complex ways that earlier adversities 
may have indirect effects due to the tendency for one adversity to increase the 
likelihood of another occurring in a child’s life.
There are, however, some disorders of childhood in which abnormal attachment 
features are the major characteristics (Sameroff & Emde, 1989: Zeanah & 
Emde,1994). Attachment disorders of childhood are included in both DSM-IV 
(American Psychiatric Association, 1994) and ICD-10 (World Health Organisation,
1992). As Rutter (1995) points out the evidence for these disorders is rather limited. 
Two main types are identified, the first associated with parental abuse or neglect and 
the other with institutional upbringing. In the first, children show ambivalent social 
behaviours at partings and reumons; disturbed emotion e.g. misery, deficits in 
emotional responsiveness or aggression or withdrawal; and possibly fearfulness and 
hyper-vigilance. These behaviours are those shown by Perry as related to alterations 
in neurophysiological functioning due to adverse early experiences. Secondly there is 
a pattern commonly associated with institutional upbringing in which children show 
diffuse attachments lacking selectivity in their preschool years, along with clinging 
behaviour in infancy and indiscriminant overly friendly behaviour in early and middle 
childhood. Such children often have problems with peer relationships. These patterns 
of behaviour are seen clinically but as Richters and Volkmar (1994) point out the
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disorders involve relationship qualities which extend beyond the scope of attachment 
theory.
7.3 Factors Leading to Poor Attachment
Attachment theory is predicated on the belief that the quality of parenting is a major 
influence on the security of an infant’s attachment relationships with parents. The 
parents’ style of behaviour and interaction with their child will influence the quality 
and nature of the ‘secure base’ they provide (Ainsworth, 1979). There is now much 
research evidence supporting this belief (Holmes, 1996). Parents of securely attached 
children are attuned to their children’s needs, interacting and holding back 
appropriately, understanding that the child is dependent but separate, and that 
attachment behaviours require a response when activated. Parental sensitivity is vital 
as too much warmth or inappropriate intimacy may be as damaging as too little 
(Meins, Femyhough, Fradley & Tuckey, 2001). Rates of insecure attachment are 
significantly higher in maltreated children and in those reared by depressed mothers. 
Cummings and Davies (1994) report findings that postnatal depression in mothers is 
associated with behaviour problems and other forms of psychopathology in their 
children. DeMulder and Radke-Yarrow (1991) suggest that maternal depression in the 
first year of a child’s life will adversely affect the mother’s ability to act in a 
consistent, contingent way to the signals of her infant, leading to disruption to the 
development of a secure attachment relationship between them. They suggest that it is 
a critical lack of the key factor of sensitivity, or attunement, to her child that is seen in 
the behaviour of the depressed mother. Interestingly, a therapeutic intervention with a 
high risk group of Dutch mothers has shown that gains in maternal sensitivity are 
associated with a reduction in insecure attachment patterns (Van den Boom, 1990).
The presence of an anxiety disorder will also impact on a parent’s interaction with and 
sensitivity to their child. A mother preoccupied by anxiety and unable to respond 
immediately to her baby’s signal of crying will be experienced by the infant as 
unavailable and unresponsive. There is limited research in this area, but one study 
(Manassis, Bradley, Goldberg, Hood, and Swinson, 1995) has shown the rate of 
insecure attachment in the children of parents with anxiety disorders to be as high as
no
80%. The possible influence of any current or past parental psychopathology on a 
child’s attachment security and hence later functioning must be considered, when 
assessing a child who has been referred to Child and Adolescent Mental Health 
Services.
Other researchers have applied attachment concepts to a range of psychopathology; 
such as conduct disorders (Greenberg, Speltz & DeKylen,1993; Waters, Posada, 
Crowell & Keng-Ling,1993), patterns of social withdrawal (Rubin & Lollis,1988) and 
antisocial and borderline personality disorders (Patrick, Hobson, Castle, Howard & 
Maughan,1994; Quinton, Pickles, Maughan & Rutter,1993; ). The role of underlying 
relationship dysfunction in such varying conditions, characterized by widely differing 
behaviours (e.g. delinquency and depression), is remarkable.
7.4 Current Child and Adolescent Mental Health Services
The knowledge base provided by attachment theory research informs clinical work in 
Child and Adolescent Mental Health Services (CAMHS). Difficult family interactions 
often lead parents to seek help from CAMHS. It can be helpful to consider the 
attachment systems of those experiencing difficulties to decide possible causal or 
maintaining factors and to aid formulation, and identify the most appropriate type of 
intervention, whether to the child, parents or whole family.
Stem and Stem (1989) propose a layered model o f ‘mother-infant interaction’ that has 
‘four interdependent elements in constant dynamic equilibrium’. The first two 
elements are the child and mother’s overt behaviours which create an interaction. The 
other elements are the child and the mother’s internal working representation or 
understanding of the interaction. All four of these elements combine to determine the 
quality of their relationship. This model can be broadened as research detailed above 
shows that the mother is not the only influential attachment relationship; other adults 
and siblings will all contribute their own external and internal elements to 
relationships with the child. Clinicians in CAMHS need to be mindful of these 
elements when working to address the needs of the children, young people and 
families that they see. When working with an individual child their behavioural and
in
representational elements may be amended through interactions with a neutral 
therapist. From an attachment perspective, this can be thought of as a therapist 
providing conditions in which a client can explore their representational models of 
themself and their attachment figures in order to assess them and restructure them in 
the light of the new understanding they acquire and the new experience they have in 
the therapeutic relationship (Bowlby, 1988). In all therapy, engagement of the client is 
essential, in attachment terms this may be understood as providing a temporary 
‘secure base’ that supplies protection allowing the child to explore their behavioural 
and representational elements.
All the relationships of a child will influence their ability to engage with others, so 
parents and children must be considered within their wider social networks. The 
relationships within the family system should act as a secure base for all the members, 
but need to perform different functions for each member and are required to adapt 
over time. Byng-Hall (1995) defines a secure family base as ‘providing a reliable 
network of attachment relationships which enables all family members of whatever 
age to feel sufficiently secure to explore relationships with each other and with others 
outside the family’. Attachment classifications and their consequent patterns of 
behaviour have parallels to concepts in family therapy. Relationships are rated as 
adaptable (secure), enmeshed (anxious) or disengaged (avoidant) (Minuchin, 1974). 
Family therapy approaches can be supplemented by consideration of attachment 
research as it provides an additional method of assessing how individuals impact on 
each other within the family system. Times of transition in the family life cycle such 
as the birth of a child, or changing school are occasions when families need to 
renegotiate the balance of dependence and independence which is the central feature 
of attachment (McGoldrick & Carter, 1982). How such times are managed will 
establish relationship patterns within the family which will impact on each member’s 
attachment security. Papp and Imer-Black (1996) point out the importance of 
considering transgenerational patterns of attachment that may impact on an individual 
child. They suggest using genograms with families to allow exploration of such 
themes and to look at how families have balanced dependence-independence through 
times of transition.
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A recent study by Clarke, Ungerer, Chahoud, Johnson & Steifel (2002) of boys aged 
5-10 years with Attention Deficit Hyperactivity Disorder (ADHD) highlights the 
value of using attachment theory ideas in a clinical environment. They found that, 
compared to controls, the boys with ADHD scored lower on three measures of 
attachment security assessing internal working models of attachment and the self, 
supporting the hypothesis that ADHD is associated with insecure attachment. They 
found the nature of attachment insecurity in the ADHD group was of heightened 
emotional expression, characterized by strong out of control affects. This was 
consistent with an anxious-ambivalent or disorganized attachment style. They argue 
that the quality of attachment with primary caregivers should be assessed when 
children present with symptoms of ADHD, and where insecure attachment 
relationships are found, treatment must include interventions aimed at relationship 
building. Children diagnosed with ADHD account for about half of all referrals to 
CAMHS currently (Frick & Lahey,1991). This study provides a possible explanation 
for the statement by the American Academy of Child and Adolescent Psychiatry 
(AACAP Work Group on Quality Issues, 1997) that 6 the most troubling difficulty 
with both psycho-social (typically behavioural) and pharmacological treatments of 
ADHD is the lack of maintenance of effects once treatment has been discontinued’. 
This is consistent with Erdman’s (1998) suggestion that current ADHD treatments 
may have a 'Band-Aid effect’ on the parent child relationship. The results of Clarke et 
al’s study give a possible explanation of the limitations of current treatments as they 
do not attempt to impact on the child’s internal working model or the parent’s view of 
the child. In fact, current approaches may further reinforce the child’s working model 
of others as unresponsive to his needs(Greenberg & Speltz,1988). Erdman (1998) 
argues tha t6 children who are frustrated and anxious over the lack of a parental bond 
will feel more victimized if they are focused on as the problem’. In Clarke et al’s 
study some children with ADHD did obtain scores suggesting a more secure internal 
working model. This was despite the similar symptoms presented by all the boys. 
They suggest that attachment assessments can reveal differences that have important 
implications for treatment. DeKylen (1996) has pointed out that where the attachment 
relationship is secure, parent training may be appropriate as parents are likely to be 
able to focus on the current interactions and apply behaviour management techniques 
objectively and consistently. However, if the quality of the relationship is poor.
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relationship issues may need to be addressed directly prior to families being expected 
to achieve enduring changes. The provision of relationship-building components into 
ADHD treatments, if indicated, is particularly critical given that the quality of the 
parent-child relationship influences the development of secondary conduct-related 
disorders in children with ADHD during adolescence (Weiss & Hechtman,1993).
In working with children and young people with emotional and behavioural problems 
the need to include an assessment of the child’s early relationships is now widely 
recognised. The importance of these early interactions is fundamental to attachment 
theory. The extent to which these concepts are utilized in CAMHS is illustrated by 
Clarke et al’s study detailed above. The need to facilitate optimal early relationships 
between an infant and its parents has led to the development of a number of widely 
used programmes to promote such an outcome. Israel and Dolby (1997) have 
developed a Parent-Baby Interaction Programme Manual as a resource for 
professionals in facilitating the development of parent and baby interaction in preterm 
and term babies. This aims to raise parents’ awareness of their infant’s emotional 
states and the need to respond to these sensitively to promote the development of a 
secure attachment relationship. Another recently developed resource for use by health 
and social care professionals working with children with sleeping, feeding, toiletting 
and behavioural difficulties is the Solihull Approach Resource Pack (2001). This 
details the importance of parents paying attention to and responding to their children’s 
emotional states in order to build a containing relationship which can act as ‘a secure 
base’ for further adaptive developmental progress. In addition to such national 
initiatives there are a number of local interventions designed to help foster positive 
early relationships between children and their mothers. In South Essex three Health 
Visitors run an eight week programme for mothers known as the HALO group, 
(2002). This mnemonic stands for ‘Harmony Around Little Ones’ and one of the aims 
is to promote an improved parent/child relationship by helping parents achieve a 
better understanding of their child’s behaviour. It is targeted at mothers identified by 
their Health Visitors to be at risk of mild or moderate postnatal depression, in an 
effort to prevent this negatively impacting on the parent-child relationship.
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The above review of the research and development of attachment theory and 
discussion of its relevance to clinical practice within CAMHS provides strong 
evidence for the significant contribution Bowlby’s ideas have made to the 
understanding of interpersonal relationships during childhood and into adult life. It is 
however, important not to over extend attachment concepts. As Sameroff and 
Emde(1989) and Dunn(1993) have both explained, attachment is not the whole of 
relationships and there is a necessity to consider also the interconnections between 
parent-child relationships, peer relationships and sibling relationships and the aspects 
of these that fall outside the limits of attachment theory. Nonetheless, it is true that 
Bowlby’s work has provided a valuable understanding of aspects of the foundations 
of emotional and social development.
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9 Critical Review 2
This review will critically examine the research literature on the impact on a child of 
growing up with a sibling who has an illness or disability. Initially the mutual 
influences on development of typically developing siblings will be explored. Then 
the effects on siblings and family functioning when a child has a disability or chronic/ 
life threatening illness will be reviewed. The differential effects on siblings of 
children with a disability and a chronic/life threatening illness will be compared and 
contrasted.
9.1 Typical Sibling Relationships
Sibling relationships have long been a topic of interest in books, films, fairy tales, 
plays and biographies. Researchers are now focussing efforts on understanding sibling 
relationships in families in a range of circumstances and cultural settings. Stoneman 
(2001) points out that siblings can be an important source of support and mutual 
influence throughout life. Eighty percent of children grow up with siblings in the USA 
and Europe, with higher levels in many other countries, (Dunn, 1984). It is within the 
sibling relationship that children gain developmental experience of emotional 
expression and social interactions.
Dunn (1984) advocates the study of children ‘within their family world of siblings 
and parents’ to gain insights into emotional, social and intellectual development. Her 
observations of children in conflict with their mothers and siblings show that between 
the ages of one and two years old they have some practical understanding of other’s 
feelings and intentions. Kagan (1981) found evidence of awareness of adult standards 
about what is expected and approved behaviour in children as young as 19 months 
old.
Studies of young children in conflict with their siblings are important to 
understanding later social relationships. Patterson’s (1986), Dishion’s (1986) and 
Richman, Stevenson and Graham’s (1982) epidemiological studies all point to 
continuity in poor sibling and later peer relationships on through to adolescence and
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later antisocial problems. However, as Dunn (1988a) points out the disentangling of 
the causal influences of these early sibling relations from concurrent family 
adversities is very complex. It is clear, however, that young children learn a great 
deal about their social and emotional world in interactions with siblings.
The degree of empathy, friendliness and co-operation shown by siblings to each other 
has been found to be largely independent from conflict and rivalry at all ages, 
(Furman & Buhrmeister, 1985; Dunn & Munn, 1986). Dunn and Munn found a 
significant correlation between friendly co-operative behaviour by older siblings with 
their younger brothers and sisters and similar behaviour up to one year later. Harris
(1989) reports that maternal explanations at the time of sibling conflict lead to an 
increase in later altruistic behaviour between the siblings compared to families where 
mothers used unexplained censure such as ‘stop that’.
Studies of children who have been subjected to physical abuse, (Main & George, 
1985) found when such children are observed in a preschool setting they are 
frequently more aggressive than other children, failing to show any empathie 
understanding of their peers’ distress. Harris, interestingly, questions if this may be 
because abusing parents inhibit or distort an inherent empathie tendency or if they 
offer an abusing model to their young children. It has been found that abusing parents 
are much more likely to punish their children than reason with them when the children 
are selfish or act aggressively. On the other hand, non-abusive parents use reasoning 
much more often than punishment (Trickett & Kuczynski, 1986). These findings 
suggest the development of empathie responding in young children is influenced by 
the modelling of such behaviour by others.
There are many findings that show that under adverse circumstances, where adults are 
unavailable to the child, children will use other children for support, e.g. the support 
that children gave each other as survivors of World War Two concentration camps, 
(Freud & Dann, 1951). In the presence of social adversities in a family there is a 
higher level of proximity seeking seen in sibling relationships (Dunn & 
Kendrick,1982; Dunn, 1988b). Jenkins and Smith (1990) suggest that good sibling
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relationships are particularly important for children from disadvantaged homes, as 
they seem to buffer the impact of other life stresses.
The studies discussed here were all carried out in Western Europe and the USA. The 
cultural context within which sibling relationships are studied has to be considered in 
interpreting and understanding any findings. In non-Western cultures children are 
often highly involved in caring for younger siblings (Weisner & Gallimore, 1977) and 
the nature of sibling relationships is therefore very different.
Now in the U.K. 1 in 8 children are living in family structures that are not the 
‘traditional’ pattern of two parents with their biological children (Haskey, 1998). In 
these circumstances sibling relationships within a family may be subject to many 
complex changing pressures over time, as new previously unknown and unrelated step 
siblings begin living together as part of a family (Dunn, 2002).
9.2 Transistion to Siblinghood
In the families of typically developing children, relationships between children and 
their parents change when a sibling is bom (Teti, Saking & Kucera, 1996). Parents 
coping and responding to the needs and demands of a new baby, is often experienced 
by older siblings as a decrease in positive maternal attention and communication 
following the birth of the baby (Dunn & Kendrick, 1980a). The older child has to 
adjust not only to a new sibling but also a loss of maternal time and attention. 
Leiberman (1993) points out such experiences may be deeply upsetting and lead to 
the child feeling displaced and uprooted from their familiar role in the family, causing 
strong sibling rivalry for maternal attention.
9.3 Issue at the Time of Diagnosis
Gath (1978) carried out a longitudinal study of the sibling transition period in 
families who gave birth to a child with Down’s Syndrome and a control group of 
families who had a baby without a disability. The mothers of nondisabled infants 
reported that they decreased the time they spent with their older children over the two
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years of the study, whereas many mothers of infants with Down’s Syndrome said they 
had not altered the time they spent with the older children. The fathers in both groups 
in the study reported spending the same amount of time with the older siblings before 
and after the birth of the new baby. A strength of the study is its longitudinal design. 
However, it is possible that social desirability effects skewed the parental reports in 
this study. Dunn & Kendrick (1980b) point out the differences between parental 
report and observation studies of parents’ interactions with their children.
Gath (1978) found that the parents waited and tried to explain the disability when they 
considered the older sibling able to understand. Interestingly Byrne, Cunningham and 
Sloper (1988) found that where there were sibling relationship difficulties these were 
greatest when the child with Down’s Syndrome was the middle or youngest in the 
family. They suggest children who experience the impact of the diagnosis may have 
their needs overlooked by both parents and service providers with possible adverse 
consequences on the future sibling relationship.
In families where a child is diagnosed to have a chronic/life threatening illness 
siblings often face major disruption. A brother or sister who was previously a frequent 
companion may disappear into hospital for long periods and parents may also become 
unavailable physically and/or emotionally as they care for their sick child. Parents 
may try to protect their well children by shielding them from information about the 
disease and its implications (Eiser, 1993). Following the recognition of the disease 
families can become socially isolated (Kazak, Reber & Carter, 1988) as a response to 
perceived stigma of the condition, in an attempt to protect the sick child from 
infection, or due to time and financial pressures. The onset of a chronic or life 
threatening illness will alter the sibling relationship both directly and indirectly. 
Directly as opportunities for interaction may be reduced and anxiety become a major 
feature of the emotional relationship. Indirectly, siblings are likely to experience 
reduced activities and opportunities to be with their parents. As Boer (1990) points 
out, in all families, differential treatment of children by their parents is related to more 
conflict and negativity between siblings. However, siblings can offer each other 
support and help following diagnosis. Where there are several children in the family 
the healthy siblings can share information and older siblings may act as surrogate
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parents for the younger ones reducing the worry caused by parental absence. 
Communication between the sick child and their healthy siblings is important for both 
as it may permit discussion of concerns that would be hard to talk about with parents 
(Eiser, 1993). This is an example of the importance of sibling relationships in families 
in the face of adversity (Dunn & Kendrick, 1982; Jenkins & Smith, 1990).
9.4 Sibling Relationships when there is a Disability
Many researchers have found that the relationship between children with disabilities 
and their siblings is usually very positive (Carr, 1975, 1995; Gath, 1973; 
Abramovitch, Stanhope & Pepler, 1987; Stoneham, Brody & Davis, 1989; McHale & 
Gamble, 1989; Bagenholm & Gillberg, 1991; Roeyers & Mycke,1995; Fisman, Wolf 
& Ellison, 1996). This has been found across ages, from early childhood up to 
adolescence. Siblings of children with severe disabilities have reported having fun 
playing with their siblings, feeling strong loyalty, interacting daily, and being aware 
of the disabled siblings activities and developmental progress (Wilson, Blacher & 
Baker, 1989). Byrne et al. (1988), in their longitudinal study found that the quality of 
relationships between children and their siblings with Down’s Syndrome grew more 
positive throughout childhood. Their detailed observations of the siblings’ interactions 
and parental reports provided extensive data over several years. It is telling that they 
titled their book ’Families and their children with Down’s Syndrome: One Feature in 
common’. They found the families in the study were very different from each other 
and in many ways resembled families with nonhandicapped children. Although the 
children with Down’s Syndrome in their study were younger (aged 4 years to lOyears 
old) they support the findings of Carr and Hewett (1982) that siblings of children with 
Down’s Syndrome (aged llyears) show similar low levels of behaviour problems to 
the siblings of nonhandicapped control children. Byrne et. al. suggest that where 
behaviour problems occur this was in association with poor parental relationships and 
other adverse psychosocial family factors. They conclude that the only common 
feature in the families in their study was the label of Down’s Syndrome.
Researchers have studied different aspects of sibling relationships hypothesising that 
when one child has a disability the relationship would be less warm and positive. In
fact, the opposite has been found in the majority of studies. Sibling relationships 
where one child has a disability have been found to be more positive than those 
between control sibling pairs (Abramovitch et al. (1987); Byrne et al. (1988); McHale 
et al. (1989); Lobato, Miller & Barbour, 1991; Purcell & Floyd, 1999; Cuskelly & 
Gunn, 2001). These surprising findings have been evident in studies using differing 
methodologies, including observations of sibling interaction (Abramovitch et al.
(1987); Lobato et al. (1991) parental reports (Byrne et al. (1988); McHale et al.(1989) 
and sibling reports ( McHale et al. (1989); Purcell et al. (1999); Cuskelly et al. 
(2000).
Abramovitch et al. and Lobato et al. carried out home based observations of preschool 
sibling pairs where one child had a disability and found their interactions were more 
prosocial and nurturing than those between comparison siblings. Mothers and 
typically developing siblings rated sibling interactions involving children with 
learning disabilities as warmer than those of comparison siblings in McHale et al.’s 
study. Also, siblings reported being happier with their sibling relationships when their 
sibling had learning disabilities than when their siblings were typically developing. 
Fisman et al. found that school-age siblings of children with Down’s Syndrome and 
Pervasive Developmental Disorder reported greater warmth in their sibling 
relationships than comparison siblings. Gargiulo, O’Sullivan and Lesley (1992) used 
sibling ratings of the warmth of the sibling relationship and found that reports varied 
depending on whether the children had a visible or invisible disability, and whether 
their condition was congenital or acquired. Other studies (Stoneham et al. 1989; 
Brody, Stoneham, Davis & Crapps, 1991) have failed to find differences in observed 
warmth between school-aged sibling pairs with and without a child with a disability. 
The current ‘inclusion agenda’ in education for children with learning disabilities to 
be taught in mainstream school settings may exert an additional pressure on sibling 
relationships, as non disabled children have to explain and sometimes defend their 
disabled sibling to their school peers. Previously when learning disabled children 
were usually taught in ‘Special Schools’ such challenges were not presented to their 
nondisabled siblings (O’Brien, Forest, Snow, Pearpoint & Hasbury, 1989). The ways 
in which nondisabled siblings explain their siblings’ disability or illness to their peers 
will depend on their understanding of the condition themselves. Younger children
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may face discrimination as their peers may understand all disability and illness as 
contagious (Springer, 1992; Springer & Belk, 1994). Harvey and Greenway (1984) 
reported lower self-concepts in children with a sibling with a disability when both 
attended the same school, but not when they attended different schools. Byrne et al. 
(1988) found that mothers’ report 24% of the siblings of children with Down’s 
Syndrome in their study had been teased by their peers. It is not known what the level 
of ‘teasing about siblings’ is among peers in families without a disabled child; or how 
this may be differentially reported to mothers.
Some nondisabled siblings may have a very limited understanding of their brother’s 
or sister’s condition and may construct a ‘private view’ based on fear, guilt and 
magical thinking (Sourkes, 1987). Good studies, accessing siblings views have found 
a frequently expressed wish for more information about the disability, (Hart & 
Walters, 1979; Powell & Ogle, 1985). Lack of information may lead to false beliefs 
about the illness or disability and to feelings of guilt, responsibility and anxiety 
developing in the non disabled child (Place, Reynolds, Cousins & O’Neill, 2002).
Several studies have found that siblings of children with disabilities and comparison 
siblings chose to spend similar amounts of time interacting together (Abramovitch et 
al. (1987); Stoneman et al. (1989); Lobato et al. (1991). However, there are different 
findings for the siblings of children with autism, who spend less time interacting 
together than typical siblings or siblings of children with Down’s Syndrome (Knott, 
Lewis & Williams, 1995; Strain & Danko, 1995). Newson and Davies (1994) ran 
some workshops for siblings of children with autism and a number of them expressed 
feeling hurt by the autistic child’s lack of empathy. The more severe the skill deficit 
experienced by the disabled sibling the greater is the discrepancy in the play levels 
between the siblings (Dallas, Stevenson & McGurk, 1993). Mothers of children with 
Down’s Syndrome reported that when siblings did not play together it was because 
the child with Down’s Syndrome was unable to understand the rules of the game or 
disrupted the play sequence (Byrne et al., 1988). Sibling interactions vary across 
different settings and contexts. Stoneman et al. (1989) and Brody et al. (1991) both 
found that toy play involving a child with a learning disability was limited by their 
ability to engage their sibling. The same findings were not evident when the sibling
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pairs were engaged in sharing a snack or watching television together, as such 
interactions were not dependent on the disabled sibling’s play competencies. 
Although sibling pairs with a disabled child may spend the same amount of time in 
interaction as comparison sibling pairs the nature of the interaction is different. 
Sibling pairs with a child with a disability were more likely to engage each other in 
social or non- competitive physical activities, such as tickling or wrestling.
Dunn’s work, discussed above, shows that sibling relationships can involve high 
levels of conflict. Studies examining the degree of conflict between children with 
disabilities and their siblings have mixed findings. Mash and Johnson (1993) found 
that children with hyperactivity have more conflicted sibling relationships than 
comparison siblings. In contrast, Abramovitch et al. (1987); Stoneman et al. (1989); 
and Brody et al. (1991) all found no difference in observed conflict between siblings 
of children with disabilities and comparison siblings. However, there was a wide 
variation between different sibling pairs with some siblings in both groups showing 
high levels of conflict and negativity. Other researchers have found sibling 
relationships to show less conflict when one child has a disability (Carr; (1995); 
McHale & Gamble, (1989); Purcell & Floyd, (1999); Fisman et al. (1996). Mothers 
and typically developing siblings of a child with Down's Syndrome rated their 
relationships as having less physical aggression than comparison siblings, and that the 
disabled child teased or irritated their siblings less than comparison siblings. Wilson, 
Blacher and Baker (1989) interviewed the older siblings of children with severe 
disabilities who said their anger at their disabled siblings misbehaviour was mediated 
by the belief that it was not malicious in intent. More than a third of the older siblings 
spoke of responding to their own anger at their disabled siblings by feeling guilty, 
suggesting they feel it is not justified to feel anger against a disabled sibling.
Stoneman et al. (1989) note that interactional roles between younger children with 
learning disabilities and their older siblings become more asymmetrical across the 
childhood years. Costigan, Floyd and Harter (1997) found that sibling role 
asymmetry may be less pronounced in whole family interactions than when the 
siblings are alone. If the disabled child is the older, eventually the younger 
nondisabled sibling will ‘catch up’ and ‘overtake’ the disabled child in developmental
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abilities and cognitive functioning. Farber (1960) suggested this would be the time at 
which the younger child began to assume role dominance over the older one causing 
increased sibling conflict and anxiety as the new role relationships were achieved. 
However, it is important to remember Stoneman’s (2001) pertinent assertion that 
‘although the role patterns between children with disabilities and their siblings are 
different than those between typically developing siblings, there is no evidence that 
the asymmetrical interactional roles experienced by these children are harmful, either 
to the individual siblings or to the sibling relationship’.
9.5 When a Sibling has a Chronic/Life Threatening Illness
When a sibling has been diagnosed with a chronic/life threatening disease the 
situation may be more adverse for the healthy sibling. Many of them, but not all, are 
reported to show disturbances in behaviour, as well as social and academic 
difficulties. Carpenter and Sahler (1991) reported findings that among 107 apparently 
previously well adjusted siblings of children with cancer, 57% subsequently showed 
signs of disturbed functioning. This involved emotional lability (31%), negative 
attention seeking behaviour (25%), changes in academic achievement (22%), and 
withdrawal (16%). Parents often express concern about their healthy children as a 
source of distress in addition to that related to the disease (McKeever, 1981). The 
major area of parental concern is that their healthy children’s needs are being ignored 
or under recognised. Most of the findings about healthy childrens’ reactions to a 
sibling with a chronic or life threatening illness are based on parental report, which 
may be inaccurate. However, the study by Menke (1987) interviewed healthy siblings 
about their reaction to the disease and awareness of the prognosis and implications. 
Unsurprisingly, results varied depending on the age of the child and the nature of the 
condition of the ill sibling. Most children felt protective towards their ill sibling, and 
although 71% reported difficulties due to extra parental attention given to the sick 
child, 59% accepted the situation and claimed not to be resentful. Menke, and Walker
(1988) in a similar study, found that parents tend to grossly underestimate the healthy 
siblings level of concern about the sick child and their own health and school 
progress, suggesting parental reports may be of doubtful validity.
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Sloper and White (1996) point out that research findings concerning the adjustment in 
siblings of children with cancer show considerable variation. Studies by Cairns, Clark, 
Smith & Lansky (1979), Tritt& Esses, (1988) and Walker (1988) all found increased 
risk of maladjustment. Whereas, other studies have discovered positive sibling 
responses, such as higher social competence (Horwitz & Kazak, 1990; Kramer, 1984). 
A number of studies have shown the importance of family context factors on the 
adjustment of siblings of children with chronic illness or disability. Daniels, Moos, 
Billings and Miller (1987) found problems in sibling adjustment were predicted by 
low levels of family cohesion and expressiveness, whilst Ferrari (1984) discovered 
marital relationships and maternal social support were predictors of sibling 
adjustment. Horowitz and Kazak (1990) found that family adaptability and cohesion 
were related to less behaviour problems in young siblings of children with cancer. 
Level of maternal psychosocial distress has long been known to be associated with 
behaviour problems in children, (Richman, Stevenson & Graham, 1982). It would be 
expected that sibling responses to childhood cancer would be influenced strongly by 
parental responses.
Sloper and White investigated the extent of adjustment problems in siblings aged 8- 
16 years old following diagnosis of childhood cancer. They sought to identify whether 
certain stressors, resources, appraisals and coping behaviours were associated with 
good or poor adjustment. Their study was cross sectional and took place shortly after 
diagnosis of cancer in a brother or sister. An important strength of the study was the 
collection of data from three sources; the parents, teachers and siblings themselves. 
They found that at a mean time of six months post diagnosis 24% of the siblings had 
scores in the clinical range on reported measures of behavioural adjustment and were 
identified as showing negative changes in behaviour since diagnosis. Analysis 
indicated that adjustment problems were related to the level of disruption to family 
life caused by the illness, the resources available to the family to cope with this 
disruption and siblings’ perceptions of the negative interpersonal effects on their lives. 
Interestingly they did not find any correlation between level of information given to 
siblings and their adjustment status, contrary to the findings of Sourkes (1987) and 
Place et. al. (2002). Sloper and White’s finding of the importance of siblings’ 
appraisal of their life situation to their adjustment is in line with that of Wilson,
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Blacher and Baker (1989) for siblings of children with disabilities, which found better 
adjustment where siblings thought their disabled brother or sister’s challenging 
behaviour was not maliciously intended.
A large epidemiological study of 3294 children aged 4-16 years who all had a sibling 
with a chronic illness suggests that overall levels of maladjustment were not grossly 
elevated among siblings (Cadman, Boyle & Offord, 1988). Compared to the general 
population they found a two fold increase in emotional disorders including 
depression, anxiety and obsessive-compulsive disorder. There was also a 1.6 risk 
relating to poor peer relationships, but other indicators of maladjustment such as 
conduct or somatisation disorders, hyperactivity, poor school attendance or low 
participation in leisure activities were no different to the general population. Eiser 
(1993) points out that differences within the study group which may identify child, 
disease or family characteristics which make some children more vulnerable are often 
masked in such epidemiological studies making them less helpful to inform 
therapeutic interventions. Such factors are better identified with small discrete 
research populations such as in the study by Sloper and White (1996) detailed above. 
A similar approach was used by Peck (1979) and Miller, Spitz, Simpson and Williams 
(1982) who found that healthy siblings of children with chronic illness tend to report 
more somatic complaints than peers from comparison families. Various reasons for 
this have been put forward from modelling the behaviour of the sick child (Walker & 
Greene, 1991), as a way to gain parental attention, or siblings acting out their concerns 
about the disease by developing somatic complaints. Miller (1987) suggests children 
who have a chronically ill sibling may become particularly sensitive to changes in 
physical functioning and this may lead them to express worry about symptoms that 
others would ignore or regard as trivial. Sourkes (1987) has noted that many healthy 
siblings confess to worrying that they may ‘catch’ or have inherited the disease.
In contrast to the wealth of research literature looking at adverse consequences of 
having a sibling with a chronic illness or disability there has been relatively little 
focus on potential positive outcomes of such an occurrence in the family. lies (1974) 
describes finding siblings of children with cancer as compassionate, tolerant, and 
empathie towards their parents and ill siblings. Both Grossman (1972) and Ferrari
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(1984) found that healthy siblings were more sensitive and socially mature than peers 
who had no experience of chronic disease. Lobato, Faust and Spirito (1988) have 
distinguished between brothers and sisters in the impact of a sick sibling. They found 
that sisters, but not brothers, of disabled and sick children were expected to assume 
greater responsibility for child care and domestic tasks, and were more socially 
restricted than girls in comparison families. Such findings may be due to cultural 
stereotypes which affect both the sisters’ behaviour and parental expectations about 
their daughters’ role. Gath and Gumley (1987) found that older siblings who assumed 
major childcare responsibilities were more likely to have behaviour problems. 
Similarly Cuskelly et al. (1998) reported an association between increased caregiving 
among sisters of children with Down’s Syndrome had greater internalizing behaviour 
problems such as anxiety and depression.
Sibling relationships develop within the context of a family, which is composed of an 
interrelated network of complex relationships. The impact on family functioning, and 
context of the siblings’ daily life, of a child with a disability or a chronic illness may 
be directly related to that child’s level of externalising behaviour. Von Gontard, 
Backes, Laufersweiler-Plass, Wendland, Lehnkuhl, Zerres and Rudnik- Schonebom 
(2002) suggest that families with mentally retarded children who exhibit severe 
challenging behaviour are in greater need of help than those with a child with chronic 
illness or physical handicap. An important factor within the family context is the 
quantity and quality of physical and emotional attention from the parents available to 
each of the children. The effects of differential parental attention on siblings is less 
clear in families with a child with a disability or illness than in families of typically 
developing children. Corter, Pepler and Stanhope (1992) did not find a relationship 
between maternal differential treatment and the quality of interactions between young 
children with Down’s Syndrome and their siblings. Whilst McHale and Gamble
(1989) found dissatisfaction with differential treatment to be related to anxiety and 
depression for typically developing siblings of children with disabilities. Stoneman 
(1998) suggests that the impact of differential treatment may be associated with the 
nature of the child’s disability and the age of the typically developing sibling. Kowal 
and Krumer (1997) point out that where children believe and understand differential 
treatment to be justified, it may not undermine the sibling relationship as it might in
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other families. Menke’s (1987) study findings suggest that parents often fail to 
recognise the need for appropriate information to achieve this understanding. The 
importance of this is not upheld by the findings of Sloper and White (1996), as least 
in the short term following diagnosis.
9.6 Conclusions
The research discussed above covers a wide range of sibling ages, chronic illnesses 
and disabilities. Data sources vary from direct observations to report from a number 
of involved people, e.g. parents, siblings and teachers. It seems vital in studying 
siblings’ experience to include asking them what they think and feel about their life 
circumstances. A number of important family factors have been explored in order to 
understand childrens’ experience of growing up with a sibling with a disability or 
chronic illness. Such a system view is necessary to understand the childrens’ 
experience as it occurs within the family context and cannot be understood or 
evaluated without that context being included.
Prospective studies of children growing up in such a situation are difficult without 
large epidemiological studies. There are some study characteristics which are 
particularly relevant to a clear understanding of such a sibling experience. Data 
sources from a number of settings, e.g. home and school, and a number of 
respondents, e.g. children, parents and teachers are important, as behaviour and 
adaptive functioning may vary markedly between settings and perspectives differ 
according to informant. Conclusions drawn from direct observational studies may 
have weaknesses due to ‘observer effects’ unless these have been carefully controlled 
for. Many of the studies reported are cross sectional, a strength of the investigations 
by Gath (1978) and Byrne et al. (1988) was their longitudinal nature, which allow 
conclusions about adaptive functioning over time. Most studies outlined above 
include a comparison (control group) with siblings who did not live with a disabled or 
sick child, this is a vital feature of good research in this area as it is only with the 
inclusion of such information that any findings can be validly interpreted.
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This review has examined the many complex and differing research findings relating 
to children’s relationships with their siblings with disability and chronic disease. The 
fact they differ from those between typically developing siblings does not mean they 
are inferior or require intervention. Indeed, relationship differences can be adaptive 
and permit affection, companionship and social skills to flourish in spite of the 
potential obstacle of the disability or illness. In some studies levels of behaviour 
problems in siblings have been found to be above those in control families. As with 
all sibling relationships factors such as extreme withdrawal or aggression may 
jeopardize the sibling relationship and require intervention. The research discussed 
above gives some indications of the factors that are likely to lead to poor adaptation of 
a typically developing child when they have a sibling with a disability or chronic 
illness. Such factors may usefully be taken into account when providing therapeutic 
interventions to help such sibling pairs who are experiencing difficulties; though as 
shown above difficulties are by no means always present.
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11 Service User Involvement in CAMHS
The N.H.S. Plan (NHS Executive, 1998) focuses on the patient at the centre of care, 
aiming to break down unhelpful boundaries between agencies and professions and 
reduce inequalities in outcome and access. The Children’s Taskforce was established 
in October 2000 to support policy making and implementation of the NHS Plan in 
relation to children. The 33 members of the Taskforce have developed a strategy for 
engaging children, young people and carers, focussing on two mission statements. 
The first concerns service delivery and the second emphasizes the importance of 
user’s views being taken into account in service delivery and planning.
The concepts of outcome evaluation and service user involvement in planning and 
delivery of health care services are, therefore, central to the current political agenda of 
improving the quality of health care (NHS Executive, 1998; D.o.H., 1998; D.o.H., 
2001). Service user views are a performance indicator under Clinical Governance 
arrangements. At a more local level, service user involvement can have positive 
effects on users and improve clinicians’ knowledge and understanding. User support 
for a service can be also be a valuable political tool. So, qualitative and quantitative 
research on service user evaluation of treatment and satisfaction with services offered 
in Child and Adolescent Mental Health Services has become an increasing focus of 
interest recently (Rey, Plapp & Simpson, 1999). Most of the research has been 
related to parental satisfaction with service provision, in spite of the fact there is 
evidence that children and adolescents may have different opinions about outcome 
and service provision (Chesson, Harding, Hart & O’Loughlin, 1997; Hennessy, 1999). 
Parents’ views are, of course, important as they are one of a complex group of people 
who can be considered as service users of CAMHS. ‘Users’ of CAHMS include not 
only parents but also carers, other adult family members, other children in the family, 
guardians and others with statutory responsibility for the child’s welfare, and 
consulting professionals/organisations as well as the referred child themselves. One of 
the reasons much research has studied parents’ views is the difficulty in accessing 
childrens’ opinions and views in an appropriate way and the assumption children may 
not know what is ‘in their best interests’. However, current developmental findings 
suggest that children and young people may have much greater levels of
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understanding and competence about service issues than previously thought ( Dent & 
Flynn, 1992).
The author (AP) is the Chair of South Essex CAMHS Clinical Governance Group. 
This group meets monthly to agree upon Clinical Governance priorities for the service 
and it is the Chair’s responsibility to ensure these are implemented. In 2000 the Group 
agreed upon the importance of evaluating the impact of the work of the Service and 
decided to do this by assessing service users views. In order to do this it was decided 
to introduce a Client Satisfaction Questionnaire. This was designed by the Group, and 
was to be mailed to each family on discharge after an episode of care. Mail 
questionnaires are one of the most frequently used means of assessing service users 
views (Stallard, 1995). There is some evidence that responses on mail questionnaires 
are likely to be more positively skewed than those elicited by in depth interviews 
(Tozer, 2000). In spite of this it was decided to use mailed questionnaires as in depth 
interviews are extremely time consuming and resource intensive to use on a routine 
basis.
Mindful of the problems with low response rates to mailed questionnaires (Novik, 
1995), a number of design features were taken into account to maximise response 
rates to the questionnaire. The Service consists of five locally based multiprofessional 
teams. It was felt important to be able to identify which team each respondents 
comments related to; so each team had a coded identifier on the questionnaires sent 
out from that team. There was no additional identification on the questionnaire and it 
was stated that no individuals’ responses would be able to be identified. Stallard, 
Hudson and Davis (1992) found that not having to provide identifying details on a 
questionnaire significantly increased the return rate in CAHMS.
The design of the questionnaire was kept short (three pages) in an attempt to improve 
response rates. Yammarino, Skinner and Childers (1991) report findings that suggest 
postal survey response rates were significantly reduced if the survey tool was longer 
than four pages. The design included an open ended final question so that 
respondents were able to include any comments they wished to make which had not 
been covered by the questionnaire. There was some debate as to how the Satisfaction
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Questionnaire should be distributed to families. It is known that post-treatment 
questionnaires which are hand distributed to patients produce a higher response rate 
than those that are sent in the post (Wensing, Grol, Smits, & Van Montfort, 1996). 
However, a number of clinicians were uncomfortable with this and did not want 
Satisfaction Questionnaires handed to their clients after a final appointment. It was 
also felt that gaining a view of satisfaction immediately at discharge may be unhelpful 
and different to a response a short time later. So, it was decided to send the 
Satisfaction Questionnaires out one month after discharge.
Yammarino et al. (1991) found that the inclusion of a covering letter when the 
questionnaire was mailed out significantly increased the response rate. So, a covering 
letter explaining that the purpose of the questionnaire was to survey satisfaction with 
the service received and use this information to inform future service development 
was sent with each questionnaire.
Newton, Stein and Lucey (1998) report that families supplied with a stamped 
addressed envelope were significantly more likely to return their questionnaire than 
those who received only an envelope (with no stamp) or no envelope in a CAMHS 
outcome survey. A stamped addressed envelope was, therefore, included with each 
questionnaire sent out. An additional advantage of this was that the envelope was 
addressed to the Clinical Audit Facilitator of the NHS Trust of which the CAMHS 
service was a part. This reinforced the statement in the covering letter which said that 
results were to be analysed by someone outside the service and no individuals’ 
responses would be identifiable by team clinicians who had been providing treatment. 
In South Essex CAMHS families are routinely told at discharge that help from the 
service is available to them in the future following rereferral if this should be 
necessary. In fact approximately 30% of the referrals received in the service are for 
children and young people previously seen in the service (Palazzi, 2001). It was felt 
families might be discouraged from completing the questionnaire if they thought 
clinicians whom they may receive help from in the future were aware of their 
comments on the questionnaire.
Disappointingly, the response rate to the satisfaction questionnaire was very low
157
(9.5%). Only 38 completed questionnaires of 400 sent out were received back. This 
made interpretation of the results very difficult. There were some interesting tentative 
findings, in that 87% of the respondents felt their concerns were understood and 79% 
said they would use the service in the future if they had any concerns about their 
child. 74% of respondents reported being always seen within 15 minutes of their 
appointment time. Tozer’s comments about responses on postal questionnaires being 
more positive than face to face interview responses need to be borne in mind in 
considering these data. Worryingly, 71% of respondents said they did not know or 
were unsure what to do if they were unhappy with the service. As a result of this 
compliments and complaints cards, along with a clearly displayed poster, have been 
put in a prominent place in each of the five clinics. In addition, all clinicians and 
administrative staff were sent a memo reminding them of the procedure for advising 
families how to make a compliment or a complaint about the service that they had 
received.
It was clear from the response to the question ‘ Who filled out this form?’ that the 
satisfaction questionnaire was only accessing parental, particularly maternal views. 
71% of the questionnaires were completed by mothers alone, 21% by parents 
together, 5% by fathers alone and only 2.6% (1 form) by the family together. A wider 
family view may have been obtained by making it explicit in the letter accompanying 
the questionnaire that it was desirable for the parent(s) and child to complete it 
together. However, as Hennessy (1999) states there are mixed findings as to how far 
parents and children agree in their views of treatment outcome. As only parental 
views were being elicited by the Satisfaction Questionnaire and the response rate was 
so low it was decided not to follow up the nonrespondents, but to think of an 
alternative way to access service user views. As children and young people’s views 
were not being accessed by the satisfaction questionnaire it was decided to try to find 
out young peoples’ views in another way. The use of the satisfaction questionnaire 
was discontinued due to the very low response rate and the cost of providing postage 
stamps for so many unretumed questionnaires.
As Glaser (1996) points out any young person who has contact with a mental health 
service is likely to be involved in a complex set of relationships between parents,
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professionals and the child themselves, both inside and outside of the service. It is 
possible for each of these groups to have competing views and wishes about how they 
see the difficulty (Pearce, 1994). A Position Paper prepared by the Special Interest 
Group for Psychologists working with Children and Young People (British 
Psychological Society, 2001) advocates considering children and young people as 
‘user participants’. The paper suggests children and young people should be involved 
as users in relation to direct clinical practice, service evaluation and service 
development. The Clinical Governance Group decided to gain children and young 
people’s views as part of service evaluation and service planning. The majority of 
work in this area has been carried out by voluntary organisations. Three different 
methodologies have been used; questionnaires, semi-structured interviews and focus 
groups. It was decided to, initially, carry out a small pilot study, within one clinic 
area, to access young people’s views using a semi-structured interview. An Assistant 
Psychologist (R.G.), within the service, who had a research component in her job 
description was asked and agreed to carry out the pilot study. The semi-structured 
interview tool was developed from the satisfaction questionnaire by R.G and A.P. 
during clinical supervision and management meetings. (A.P. had line management 
responsibility for R.G. and was her Clinical Supervisor). Careful consideration was 
given as to how to recruit young people to the study and how it should be explained to 
them. It was felt important to stress R.G.’s role as a researcher, rather than a clinician, 
in the service, and be clear that their comments would be anonymous. The best way to 
recruit participants was discussed and a telephone call was decided to be preferable. 
This was borne out by 23 young people and parents of 34 contacted by telephone 
agreeing to take part, whereas only one of 16 families responded to a letter inviting 
them to take part in the study. The interview tool used is in Appendix 2 pages ix -  xi.
The pilot study was carried out during January and February 2002. It is detailed in the 
paper ‘What young people think about CAMHS’ published in Clinical Psychology in 
October 2002. This can be seen in Appendix 2 pages xii -  xvi. This paper describes 
the method, results and implications of the study. It was written by R.G. in 
consultation with A.P., who carried out the final editing prior to submission for 
publication.
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The BPS paper (2001) on promoting user participation in children’s services cautions 
against not using views sought. The need for these to feed into service developments 
is discussed. It is pointed out that active encouragement of user participation which 
does not lead to the information gained being incorporated into service planning and 
delivery is little more than tokenism. Some of the young people’s views gained from 
the pilot study have led to service changes. Now all clinics in South Essex CAMHS 
try to ensure a supply of Teen’ magazines in their waiting rooms. These have had to 
be placed in a high shelf in the rooms to ensure younger children do not access them 
against their parents’ wishes. Several of the waiting areas have been, or are about to 
be, redecorated and efforts are being made to make them brighter, livelier places to 
wait in. The feasibility of offering some appointments into the early evening is going 
to be explored with clinicians.
The study described was intended to be a pilot that could then be extended into each 
of the five clinics routinely so that a sample of twenty adolescents from each area of 
the service would be interviewed each year. Unfortunately, the time consuming, 
resource intensive nature of the interviewing and analysis of results makes it look 
unlikely that this will be achievable given current staffing levels.
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13. APPENDIX 2
Client Satisfaction Interview Pages ix -  xi
Paper:
What young people think about CAMHS Pages xii -  xvi
(published October 2002 in Clinical Psychology)
lAA . V /V  T '
M/F
y y ^  °< V  —'^ <1 Cb 
Number:........ .
Client Satisfaction Interview
gÀ s I explained before I’m a researcher with the Child and Family Consultation
|abbut in sessions. Also, I don’t have your name on my form so no one else will know 
ÿvhatyou said. If there’s any questions you don’t want to answer that’s okay too. Do 
Ifpfihave any questions for me before we start?
,l§§ifMow old are you ;? .............. .
you remember how long ago it was when you started going to see someone at 
%the clinic? ..................................... ......................................................................
S S  Do you know who referred you, who wrote to us about the difficulties you were
#& vin g?  ..................................................... ............................................. .. ............
Without telling me anything you don’t want to, can you tell me a little about why 
ligyou were referred and the difficulties you were having?
5a. Did you have to wait long for a first appointment? Y/N 
5b. How was that?
Very bad Quite bad Okay Quite good Very good
6a. Were you given information about the clinic and what to expect before going to • 
the clinic? Y/N
6b. How did you feel about this?
Very bad Quite bad Okay Quite good Very good
7. What did you think about the waiting room?
Very bad Quite bad Okay Quite good Very good
8. And the room where you had your appointments, what was that like?
Very bad Quite bad Okay Quite good Very good
|  ' :10b. Is that what you would have liked?
l i | t o a t a U  Not really Okay Quite good Vezygood
11. Do you remember how many appointments you had? 1-5 6-10 10-15 15+
12. And that was over how long a period?
13. Was that about right or would you have liked more or less? 
Less About Right More . '
14. Were the appointments at a convenient time? Y/N ■'
s c  S™" ” ■
M s r  S r o  • B itW o iie  M a c i
16. And now? Are things still like that? Y/N
. “ S  Ba" .  ««w -™  M « h w m
17. Was going to the clinic helpful in other ways? y/N
backtothe C h i l d ^ ^ l y  C o n sti!aT o n L T c e t£ i7  ^  ^  g°
r you d like to be different, that you'd like us to change about our
-j'service? -
  .
, .  20.; 0 \ .
f i ^ p  ataU Not really Not sure Quite Very
9?.-^  **'"      •••••••••••
IsSStfiher Comments:
M :
^Thank you for your time. When I’ve finished looking at the results I’m going to 
.produce a summary of what everyone thought, how many people didn’t like the
S m l t o % d y Z 3  SatiSfied With * *  ^  ^ Mnd °f  ^  Would y°"
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1ABSTRACT
Twenty three children aged three to thirteen years who had a 
diagnosis of a disability within the autistic continuum were 
included in this study. Information was collected from their 
teachers about their current behaviours. This was 
analysed to see if there was a relationship between the 
level of autistic behaviours they showed now and the age at 
which a diagnosis occurred. No relationship was found. The 
parents of the children were interviewed to gain information 
about the process of diagnosis and what early signs of 
abnormal development they noticed in their children. These 
aspects are discussed, focussing on how primary health care 
workers responded to parental concerns about their child's 
early development.
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3INTRODUCTION
This introduction will cover the historical background, 
epidemiology, causal factors, family studies, psychological 
theories, diagnosis and early indicators of autism in order to 
set the present study in context.
HISTORICAL BACKGROUND
Autism was first described by Leo Kanner(1943) in his account 
of eleven children "whose condition differs so markedly and 
uniquely from anything reported so far, that each case
merits.  a detailed consideration of its fascinating
peculiarities . He identified a pattern of abnormal behaviour 
showing inborn autistic disturbances of affective contact", 
in these children which he called "early infantile autism".
Kanner noted three major features of the syndrome in his 
initial account. The first was "the children's inability to 
relate themselves in the ordinary way to people and to 
situations from the beginning of life". The second 
characteristic was the failure to use language for the purpose 
of communication. A third distinctive feature was described as 
an anxiously obsessive desire for the maintenance of sameness, 
resulting in a marked limitation in the variety of spontaneous 
activity". Play, too, featured a preoccupation with stereotyped, 
repetitive activities which were without any creative or social 
function.
Later studies(Wing, 1969; Rutter, 1979) have confirmed 
Kanner s description of the children as a distinct group. It is 
now apparent that children with autism also show a wide range of
non-specific problems, such as fears and phobias, temper 
tantrums, behavioural and sleeping disturbances as well as the 
more specific problems. It is known, also, that in contrast to 
Banner's early suggestion of normal cognitive skills occurring 
as part of the condition there are distinct and deviant 
cognitive patterns with a tendency to overall learning 
disability frequently found, hotter's(1966) epidemiological 
study of autism which screened all children between the ages of 
eight and ten in Middlesex identified 15 children showing a 
marked degree of autistic features. Three-quarters of these 
children had learning disabilities as had three-quarters of a 
recent study in Nova Scotia by Bryson, Clark and Smith(1988). A 
ten year follow up study of 63 children with autism by Rutter 
and Lockyer(1967) involving detailed psychometric testing found 
40% had severe learning disabilities (I.Q. less than 50), 30% 
had moderate or mild learning disabilities (I.Q. between 50 and 
70), the remaining 30% had I.Q.s above 70. These studies are 
supported by others (Freeman,Ritvo,Needleman & Yokota,1985; 
Steffenburg & Gillberg,1986) which have very similar findings, 
that about three in every four children with autism will have 
learning disabilities.
A year after Banner's original paper on autism Hans Asperger 
independently published an account of "autistic psychopathology 
in childhood"(Asperger 1944). This was written in German and 
only recently translated into English, as a result it was 
largely overlooked for many years. In his paper Asperger, like 
Banner, suggested there is a "disturbance of contact" at a deep 
level of instinct and/or affect in children with autistic 
psychopathology. This was seen in the children's inability to 
have normal affective relationships with people, hence the name
autism from the Greek word "autos" meaning self.
Kanner and Asperger agreed on all the main features of 
autism. They both recognised the significance of the poverty of 
social interaction and the lack of communication; along with 
stereotypic behaviours, isolated special interests, outstanding 
skills and resistance to change. Both insisted on a clear 
difference from childhood schizophrenia. However, some important 
observations were separately noted. Kanner first spoke of 
language peculiarities, such as pronoun reversal, echolalia and 
difficulties in generalising word meanings. The children that 
Asperger first described did not show these features; they had 
clever language, invented words and sounded more like grownups 
than children. So, their language usage was unusual in a very 
different way. Asperger was the first to describe peculiarities 
of non verbal communication; in eye gaze, gestures, posture, 
voice quality, prosody and word choice. He noted also a pedantic 
speech style and a lack of sense of humour.
Asperger's definition of "autistic psychopathology" is much 
wider than Kanner's of autism. Asperger described cases with 
severe organic damage and those that shaded into normality. Now, 
the term "Asperger's syndrome" is applied to the rare 
intelligent and highly verbal autistic child. Although this is 
not what Asperger intended, this category has proved useful 
clinically (Frith, 1989). There is unanimity among many experts 
e.g. Frith, Wing, Gillberg, Tantum(1991) with the assumption 
that individuals with Asperger's Syndrome belong to the 
autistic spectrum. They all consider that Asperger syndrome has 
in common with autism a special type of communication failure 
and social ineptness. However, Asperger syndrome individuals are 
seen as distnct from other autistic individuals , due to their
better communication owing to their language skills and as being 
more likely to achieve independence when adult., (Frith, 1991 ).
Wing(1991) discusses the value of equating Asperger's syndrome 
with high-functioning Kanner's autism, pointing out that the two 
syndromes shade into each other along a continuum of social 
impairment. Although, at least during early childhood they are 
characterised by rather differing profiles of cognitive, 
language and motor functions. The young child with classic 
Kanner's autism has good visuo-spatial skills, good manual 
dexterity when doing preferred activities, but has delayed and 
deviant language development and is socially aloof. Those with 
typical Asperger's syndrome have good grammatical speech from a 
young age, but passive, odd or subtly inappropriate social 
interaction and poor gross motor coordination evident in posture 
and gait. They tend to be in the mildly learning disabled, 
normal or superior range of the I.Q. range, whereas the Kanner 
group covers a wider range of intelligence with many being 
severely learning disabled on standardised tests, though on 
non-verbal tests some perform in the mild learning disabled, 
normal or even superior range. Wing notes that the more able of 
the Kanner group can, as they grow older, develop the 
characteristics, including the types of social interaction, of 
people with Asperger's syndrome and become indistinguishable 
from them when adult.
7EPIDEMIOLOGY
Epidemiological studies of the frequency of autistic disorders 
have recently suggested they may be more common than previously 
thought. Up until the late 1970's there was general agreement 
that the frequency was in the range 4-6 per 10,000 children, 
with "nuclear autism" cases being about half of these,(Gillberg
1990). In 1979 Wing and Gould showed that certain autistic-like 
conditions (referred to by them as "the triad of social, 
language and behavioural impairments") were found in 21 per
10.000 in a south-east London borough. This was confirmed by 
Gillberg's study in Gothenberg,Sweden which found that 21 per
10.000 teenagers had the combination of the triad and mental 
retardâtion(Gillberg et al.,1986). In 1988 Bryson et al reported 
a total prevalence of 10.1 per 10,000 children who fulfilled the 
criteria for autism according to Denckla(1986) and 
D.S.M.-III(APA,1980). Similar figures have been obtained by Burd 
and Kerbeshian(1988) in Dakota and Cialdella and Mamelle(1989) 
in France.
Irrespective of whether Asperger syndrome is considered a 
separate entity within the autistic continuum or equivalent to 
high level autism it is more commonly found than the autism 
epidemiology studies referred to above. A recent Swedish 
survey by Gillberg and Gillberg(1989) showed Asperger syndrome 
to be at least 3-5 times more common than "autism proper" (at 
least 26-30 per 10,000 children being affected). Wing's ongoing 
survey in London suggests Asperger syndrome may be even more 
frequent than this(Wing,1990).
All population studies of autism have found a significant 
excess of boys, with sex ratios varying from 2 :l(Ciadella & 
Mamelle,1989) to 3:1 (Steffenburg & Gillberg,1986). Gillberg and
Gillberg's 1989 Swedish study found boy : girl ratios as high as 
10:1 in children with Asperger's Syndrome.
Gillberg et al (1990) report findings on the season of birth 
of twenty children with autistic disorder referred before their 
third birthday. Thirteen were born during the Swedish winter 
months(Dec -Mar),six were born during April-July and one was 
born in the autumn(Aug-Nov.)(p< 0.05).
CAUSAL FACTORS
The factors which cause autism are unknown, but autism is now 
agreed to be an organically based neurodevelopmental disorder. 
The evidence of organic factors leading to brain dysfunction is 
considerable. In about one third of adolescents with autism 
epilepsy develops even though there have been no previous 
neurological abnormalities found. The high levels of learning 
disability among children with autism is an important sign of 
early brain abnormality. Other signs of neurological dysfunction 
■^ "^®9uently found in autistic children throughout the I.Q. range 
are abnormal EEG traces, abnormal nystagmus, abnormal 
persistence of some infant reflexes and a range of stereotypic 
movements,(Frith,1989). The fact that autism is found with 
similar frequency within and between different cultures indicate 
that social influences are unlikely to cause the condition. The 
prevailing ideas of the 1950's and 60's that autism was of 
psychogenic origin: the disordered social behaviour being a 
maladaptive response to an unfavourable environment have now 
been discarded as they were not supported by research evidence.
When children with autism are studied a variety of medical 
conditions are found in association with autism. These occur in 
four areas ; genetic conditions, viral infections, metabolic
conditions and congenital anomaly syndromes. Genetic conditions 
found in children with autism include Fragile X syndrome (about 
2.5% of cases of autism, Webb & Thake,1991) and tuberous 
sclerosis (between .4-3% of cases of autism, Smalley et 
al.,1992). Viral infections which damage the brain during 
pregnancy and childhood and are associated with autism include 
rubella, cytomegalovirus and herpes encephalitis. Metabolic 
conditions such as abnormalities of purine synthesis and 
carbohydrate metabolism and a number of very rare congenital 
anomaly syndromes are also found in some children with autism, 
(Baron-Cohen & Bolton,1993). Rutter et al.(1994) conclude their 
recent review of the relationship between autism and known 
medical conditions by pointing out the strength of the 
association is strongly dependent on IQ level. When autism is 
accompanied by profound mental retardation a strong association 
is found, this lessens through severe mental retardation and is 
lower still when autism occurs in people with mild learning 
disabilities or those of normal intelligence. Overall the rate 
of known medical conditions in autism is probably about 10% 
according to Rutter et al.
Difficult pregnancies and birth problems are more common in 
children with autism than in normal children. Kolvin(1971) 
reported an incidence of 37% of perinatal problems in his sample 
of autistic children. Folstein and Rutter's 1977 twin study 
included 17 autistic boys whose twin brothers had not been 
diagnosed as autistic. In spite of attempts to exclude 
neurologically affected cases from the sample 12 of these boys 
showed more perinatal problems than their non—autistic co—twins, 
for example delayed birth, delayed breathing or neonatal 
convulsions.
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Some "risk" factors have been reported in association with 
autism. These are maternal age over 35years, birth order(first 
or fourth,or later,children have an increased risk, medication 
during pregnancy, meconium present in the amniotic fluid during 
labour,bleeding between the fourth and eighth month of pregnancy 
and rhesus incompatibility between the mother and infant. The 
identification of these factors suggests brain damage may be 
caused in the infant by difficulties during pregnancy or during 
delivery,(Baron-Cohen & Bolton,1993). However, these factors are 
only present in a minority of children with autism and also 
occur in very many children who later develop normally. So, they 
alone do not cause autism but could be a part of the cause in 
some children. It is also possible that complications in 
pregnancy and/or delivery may arise due to the child's condition 
rather than cause it.
Many researchers have investigated the brains of people with 
autism searching for localised lesions that might be associated 
with autism. Post mortem studies have found abnormalities in 
different regions of the brain in different children and adults 
with autism. The abnormalities have been found in many areas, 
but usually in the frontal lobes, limbic system, brain stem and 
fourth ventricle or in the cerebellum,(Baron-Cohen & Bolton
1991). Recently studies of the "live" brain have been carried 
out using scanning methods such as CAT(Computed Axial 
Tomography), MRI (Magnetic Resonance Imaging) and PET(Positron 
Emission Tomography). Research efforts have focussed on the 
cerebellum and basal ganglia. Courchesne et al.(1987 & 1988) 
using MRI scans have reported a significant reduction in the 
size of the neocerebellar vermal lobules VI and VII. They argue 
that as the depth and width of the sulci are normal these
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findings indicate developmental hypoplasia not atrophy. Gaffney 
and Tsai(1987) similarly noted that the cerebellum was smaller 
and the fourth ventricle proportionately larger in people with 
autism than in normal individuals. Rutter(1991) points out the 
numerous methodological difficulties in this field of research 
but concludes that it does seem autism may be associated with 
structural brain abnormalities in the cerebellum and basal 
ganglia. He suggests that the brain abnormalities may index the 
point in embryology when development goes wrong in autism rather 
than the brain system that underlies the disorder.
FAMILY STUDIES
Family studies of autism have found evidence of aggregation of 
the disorder. Approximately 2% of families have two autistic 
children,(Folstein & Rutter,1977. August,Stewart & Tsai,1981). 
This is between 50 and 100 times what would be expected by 
chance, and may indicate a genetic etiology. Better evidence for 
the importance of genetic factors has come from twin studies. 
Folstein and Rutter's 1977 reported on a systematic total 
English population study which included 21 pairs of same sex 
twins. Their zygosity was carefully checked using multiple blood 
group analyses. The results of the survey showed a concordance 
rate for autism of 36% in the monozygotic pairs and 0% in the 
dizygotic pairs. Other studies e.g.Ritvo, Freeman et al.(1985) 
have claimed 95% concordance findings in MZ twins and 23% in DZ 
twins, but there are some methodological flaws in the 
recruitment of twins and the zygosity determination in this 
study as Folstein and Rutter(1988) point out.
Le Couteur et al.(1989) have now followed up the twins from 
Folstein and Rutter's 1977 study and found that nearly all of
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the nonautistic cotwins in the monozygotic pairs have shown 
substantial problems in social relationships as they have grown 
up. The same was not the case for the dizygotic cotwins. Le 
Couteur et al1s 1988 study also included more newly located twin 
pairs. Their findings again indicate a strong genetic component. 
However it seems likely that the that the phenotype extends 
beyond autism to include some types of developmental language 
disorder and other forms of cognitive impairment.
Family genetic studies have been used to try to establish the 
mode of inheritance of autistic disorders. August,Stewart and 
Tsai(1981) report finding 15% of the siblings of autistic 
individuals showing cognitive disabilities; compared with only 
3% of the siblings of Down's syndrome individuals. Rutter(1991) 
has undertaken similar studies and found in addition to 
cognitive disabilities that the siblings of autistic individuals 
show social abnormalities. In his study 15% of the adult 
siblings of the autistic probands showed social abnormalities 
compared with 0% of the siblings of Down's syndrome probands. A 
rate of comorbidity nearly five times that expected by chance 
occurred in siblings who had both cognitive and social 
abnormalities. So, it is evident that genetic factors play a 
role in the development of the autistic syndrome but as yet it 
is uncertain what the nature of the genetic abnormality may be.
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PSYCHOLOGICAL THEORIES
The difficulty forming relationships with other people is one 
of the most immediately noticeable symptoms of autism. However, 
studies show that autistic children are not consistently 
unfeeling and detached. Yirmiya et al.(1989) found that autistic 
children show just as much emotion on their faces as 
non-autistic children of the same mental age. It was noticed 
that some of the autistic children's facial expressions were 
idiosyncratic and difficult to interpret. Sigman et al.(1986) 
found many autistic children show normal patterns of behaviour 
when briefly separated from their mother or caregiver. So, it 
seems autistic children's difficulties do not involve an ability 
to feel emotion themselves, but occur in the communication of 
that emotion. Their emotional expressions are unusual and they 
also seem insensitive and/or unresponsive to the emotional 
signals of others. Normally the ability to interpret emotional 
signals develops very early in life. One year old children will 
modify their approach to an object depending on whether they see 
their caregiver expressing encouragement. If children could not 
understand the meaning of other people's emotional expressions 
then altered facial features would have no significance and such 
children would show the lack of empathy which is typical of the 
autistic child. Hobson(1989) has carried out a series of 
experiments to find out if autistic individuals lack empathie 
understanding of other people's feelings. His results clearly 
show that autistic individuals, even those with a normal 
nonverbal IQ, have great difficulty with socioemotional 
discriminations. Assessments using a variety of different tasks 
show they are substantially handicapped in their ability to 
identify which facial expressions or gestures show happiness.
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anger, sadness or other emotions,(Hobson,1986). They also seem 
to be impaired in their discrimination of people's age and 
gender,(Hobson,1983). When asked to sort pictures autistic 
individuals tend not to use facial expression as a dimension of 
classification, as if emotions are not salient to them, (Weeks & 
Hobson,1987). In contrast, they do not have the same difficulty 
making all sorts of perceptual discriminations that do not 
involve emotions.
MacDonald et al.(1989) have found evidence from tasks 
involving identifying emotions in people's voices that when 
autistic individuals do make correct emotional discriminations 
they may use cognitive processes that differ form those used by 
other people. Further support for this idea has been provided by 
studies of people's abilities to recognise faces the right way 
up and upside down. Langdell,(1978) and Hobson, Ouston and Lee 
(1988) discovered that autistic people find it less difficult 
than other people to recognise faces upside down. Apparently 
they treated the face as a perceptual pattern rather than a 
whole face with personal meaning.
In order to understand how a deficit in reading other people's 
emotional expressions can lead to a lack of play, poor language 
development and an insistence on sameness a theory is needed 
explaining the underlying cognitive processes involved. Such a 
theory was first proposed by Baron-Cohen, Leslie and Frith in 
1985 when they suggested that children with autism might be 
specifically impaired in the ability to represent mental states, 
such as beliefs, desires, and intentions. Sp, they fail to 
develop a "theory of mind" in the same way as normal children 
do, beginning during the first year of life, (Baron-Cohenl989a). 
The idea of "theory of mind" was first described by Premack and
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Woodruff(1978) saying that when an individual has a theory of 
mind they impute mental states to themself and others. This 
allows them to understand and make predictions about the 
behaviour of others. A lack of such an ability would mean that 
a blindness to mental states would occur which would make 
the social world seem chaotic, confusing and frightening. So, 
withdrawal or abnormal attempts at interacting with people would 
happen. Treating others as lacking "minds" would lead to 
behaviour to other people similar to towards inanimate objects. 
Kanner(1943) described the behaviour of children with autism 
in these terms.
A theory of mind has also been argued to be a necessary 
prerequisite for the development of normal non verbal and verbal 
communication by Speech Theorists such as Grice(1975),
Austin(1962) and Searle(1965). They say that communication 
requires both participants to take account of the background 
knowledge and presuppositions of the other in a dialogue, as 
well as their intentions in communicating. This mental state 
attribution is necessary for a dialogue to comply with the 
conversational rules of pragmatics,i.e. to be appropriate and 
relevant in the social context.
So two key symptoms of autism, social and communicative 
abnormalities can be explained in terms of impaired 
development of a theory of mind, (Baron-Cohen 1992). The theory 
of mind is thought to involve a cognitive mechanism for 
representing mental states, or "mentalising". The theory was 
first tested by requiring subjects to recognise a character's 
false belief. The child sees a doll(Sally) hide a marble in her 
basket and leave the room, after this another doll(Ann) moves 
the marble to her own box. The child is asked some control
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memory questions and then the test question,"Where will Sally 
look for the marble?" Baron-Cohen, Leslie and Frith found that 
80% of a sample of autistic children answered incorrectly - that 
Sally would look in the box, where the marble really is. In 
contrast nearly all normally developing 4 year olds, and 86% of 
a group of children with Down's Syndrome, responded correctly 
that Sally would look in the basket where she mistakenly 
believes the marble to be. This was seen as evidence for an 
autism-specific deficit in thinking about thoughts or 
mentalising. Autistic subjects' failure on false belief tasks 
has since been replicated several times, using a number of 
different paradigms,(Leslie & Frith,1988; Perner, Frith, Leslie 
& Leekman,1989; Reed & Peterson,1990). Children with autism 
have been found to fail a variety of other tasks designed to tap 
the ability to mentalise. Also, Baron-Cohen(1989b) found that 
none of the autistic children who passed the Sally-Ann task in 
the 1985 study was able to pass a slightly more advanced test 
requiring understanding of what Mary thinks John thinks (a 
second-order Theory of Mind task passed by normal children 
between 5 and 7 years old.
The theory of mind account of autism has allowed specific 
predictions to be made concerning the pattern of impaired and 
preserved competences. Behaviours and abilities that do not 
require mentalising should be unimpaired in individuals with 
autism; allowing for islets of ability in rote memory, spatial 
and other savant skills. These are sometimes found in autistic 
individuals(Frith,1989). Similarly patterns of social behaviour 
and communicative impairments have been found in people with 
autism in line with predictions arising from the theory of mind, 
(Frith, Happe & Siddons,1994; Tager-Flusberg,1993). Several
17
studies have found that autistic children perform normally on 
tasks that require only primary representations, but fail on 
those that require metarepresentation; the ability to mentalize. 
Attwood, Frith and Hermelin (1988) found that the lack of 
gesture seen in children with autism only applied to those 
gestures that reflect mental states (e.g. expressions of 
consolation, embarrassment and goodwill). Children with autism 
showed the same number of gestures to manipulate behaviour (e.g. 
signals to come, be quiet or go away) as did controls with 
learning disabilities. Similarly, Baron-Cohen (1989a) found 
autistic children were impaired in their use and understanding 
of Pointing for the sake of shared attention (protodeclarative 
pointing) but not of pointing in odrder to get something they 
wanted (protoimperative pointing).
Happe(1994) discusses alternative explanations to the 
inability to mentalize for the failure on false belief tasks.
She refutes criticisms that task failure may be due to artefacts 
in task structure or lack of motivation by pointing out work by 
Sodian and Frith(1992) which was designed to rule out these 
methodological factors. In line with studies mentioned above 
they found children with autism competent at sabotage, which 
involves altering behaviour, but largely incapable of deception, 
which involves altering beliefs. Ozonoff, Rogers & Pennington
(1991) studied the performance of autistic children with average 
I.Q. scores on tests of Theory of Mind, executive function and 
emotion perception, in order to look at "the primary 
configuration of deficits", the children with autism showed 
impairments in all three areas compared to age and 
verba1-ability matched controls. They propose the connection 
between the two psychological deficits of inability to mentalize
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and executive function deficits may result from a third 
underlying factor: damage to the prefrontal cortex.
Hobson (1993) has suggested that the mentalizing deficit in 
autism is due to a deeper interpersonal impairment that prevents 
the child from establishing normal intersubjectivity with those 
around them. He proposes that the disruption to early joint 
attention behaviours in autism are due to innate brain 
abnormalities, which prevent emotional engagement with 
caregivers so depriving the child of the necessary social 
experiences in infancy and childhood to develop the cognitive 
structures for social understanding. Hobson's ideas are 
difficult to prove or disprove as most symptoms of autism could 
be explained by either a cognitive or affective primary deficit, 
and it is hard to determine which is primary and which 
developing as a secondary consequence.
Mundy, Sigman and Kasari (1993) point out that joint 
attention involves an affective component, the capacity to share 
and compare own and other's emotional expressions relative to a 
third referent. Whereas, Leslie and Happe (1989) argue that 
early communicative behaviours such as joint attention may 
signal the emergence of the ability to represent mental states. 
Happe (1994) suggests that the debate about "what is the primary 
deficit is largely about the failure of the Theory of Mind 
accounts of autism to consider the affective aspects of 
mentalising.
Baron-Cohen(in press) has recently suggested the existence of 
an eye direction detector" which develops early in normal 
infants to allow them to build representations of 
self-other-object relations(so enabling joint attention). He 
proposes the mechanism is deficient in children with autism so
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disrupting their social development and awareness of of other 
people as goal directed and capable of attending to objects. In 
support of this Phillips, Baron-Cohen and Rutter(1992) have 
demonstrated that unlike normally developing 9-lBmonth olds, 
children with autism(aged 3.4 - 7.2yrs.) did not use eye-contact 
as an information source in a naturalistic situation where an 
adult's goal was ambiguous.
An argument for the importance of pre-mentalising deficits in 
autism is provided by the work of Klin, Volkmar and Sparrow
(1992) on early social behaviours which normally develop before 
the age of even the earliest signs of mentalising are shown.
They assessed the social competence of 29 young autistic 
children and found that compared to controls matched for 
chronological and mental age, significantly fewer of the 
children with autism were reported by their caregivers as 
regularly showing 9 of the 20 early social behaviours fron the 
Vineland Adaptive Behaviour Scale. So, Klin et al. conclude that 
"in contrast to predictions derived from the Theory of Mind 
hypothesis, social deficits in autism include very basic and 
early emerging socially adaptive behaviours". However some of 
the autistic children among the sample did show many or most of 
these early social behaviours. Klin et al. suggest this 
indicates the existence of subgroups with different pathogenic 
pathways. Some features of Klin et al's sample were atypical of 
the range of autistic children in that they had all been 
diagnosed very young and all were developmentally delayed.
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DIAGNOSIS AND EARLY INDICATORS
The theoretical debates outlined above have led to an 
emphasis on trying to identify the earliest indicators of 
autism. Johnson, Siddons, Frith and Morton (1992) looked at the 
6, 12 and ISmonth screening records of 13 children who had 
subsequently been diagnosed as autistic. They compared these 
with the records of children with learning disabilities and 
normal development. It was found that comments about the 
autistic children's social abnormalities were not made until the 
ISmonth screening. This finding raises a question about parents 
who report abnormalities in their autistic child from birth. It 
is possible that they are noticing signs of general learning 
disabilities (which are present in about three quarters of 
autistic children). Lister (1992) in a study of 1208 infants 
followed up at 6 and 12 years also concluded that autism was 
not identifiable at 12months. She found that abnormalities in 
social—communicative development at 12months did not necessarily 
put a child at risk for later problems in this area.
If studies confirmed that autism is not detectable(in some 
subjects at least) before the second year of life this would 
undermine theories of autism that suggest basic deficits in very 
early emerging social abilities in all children with autism. An 
important prospective study looking at early indicators was 
carried out by Baron-Cohen, Allen and Gillberg (1992). They 
looked for impairments at ISmonths in 41 genetically "at risk" 
children and found that those children who at two and a half 
years were diagnosed as autistic had failed to show two or more 
of five key behaviours when tested at ISmonths with their 
screening instrument (the Checklist for Autism in Toddlers,
CHAT). The five behaviours were pretend play, protodeclarative
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pointing, joint attention, social interest and social play. The 
authors report that the four children later diagnosed as having 
autism did not lack other social, but non—mentalising, 
behaviours such as rough and tumble play or protoimperative 
pointing when screened by the CHAT at ISmonths.
The early diagnosis of autism is important for clinical 
reasons as well as for theoretical research considerations. An 
early recognition of autism allows access to appropriate 
educational and health facilities, which may provide treatment 
before the condition has pushed the child too far off the normal 
course of development,(Baron-Cohen & Bolton,1993). At present 
diagnosis before the age of two and a half years is rare in the 
U.K. There is currently considerable research effort in 
developing and improving assessment tools to enable early 
diagnosis. In addition to the CHAT described above a number of 
autism assessments have been developed over the last twenty 
years(Matson & Mulick,1990) The most frequently used instruments 
include the Autism Behaviour Checklist (ABC; Krug, Arick, & 
Almond,1980), the Behavioural Summarized Evaluation (BSE;
LeLord, Muh, Barthélémy, Martineau,Garreau & Callaway,1981), the 
Real Life Rating Scale (RLRS; Freeman, Ritvo, Yokota & Ritvo, 
1986), and the Childhood Autism Rating Scale (CARS; Schopler, 
Reicher & Renner,1988). These have been used mostly in research 
settings. Clinically diagnosis of autism is made using ICD-10 
(World Health Organisation,(WHO),1987) or DSM-III-R (American 
Psychiatric Association,(APA),1 9 8 7 ) .  Both of these diagnostic 
systems demand the presence of a number of key behaviours 
together in order to identify autism. The key behaviours cover 
three areas ; abnormal social relationships and social 
development, failure to develop normal communication, interests
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and activities that are restricted and repetitive rather than 
imaginative and flexible. The age of onset of the symptoms is 
also critical; ICD-10 requires onset before 36months for a 
diagnosis of "infantile autism", whereas DSM-III-R demands that 
the age of onset sholud be recorded. The identification of age 
of onset of symptoms is very problematic and tends to rely on 
retrospective parental report. There is considerable evidence 
that symptom recognition by parents tends to be of factors 
associated with developmental retardation rather than anything 
unique to autism,(Short & Schopler,1988; Rogers & DiLalla,1990.)
Gillberg, Ehlers, Schaumann, et al. (1990) carried out a 
follow up study on a group of children referred with a 
preliminary diagnosis of autistic disorder under the age of 
three years. The children were extensively examined using a wide 
range of neuropsychiatrie and neuropsychological tests and 
followed up for several months to several years from referral. A 
diagnosis of autistic disorder was confirmed in 75% of the 
children. The authors conclude it is possible to diagnose autism 
in a large proportion of cases before the age of three years, 
ând that the neurobiological background is similar to that seen 
in older autistic children.
Advances in videocamera technology over the last decade has 
led to their increasing use by families to record episodes in 
their lives. The analysis of home movies taken by parents of 
children with autism during their early development provides an 
excellent source of information about these children. Losche 
(1990) and Adrien, Perrot, Sauvage, et al. (1992) have used home 
movies to look for early signs of abnormal behaviours in 
children who have subsequently been diagnosed as suffering from 
autism. In both studies the films were made by the parents prior
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to the recognition of developmental abnormalities. Losche 
reports, that from the beginning of the second year of life , 
the timing and sequence of development shows striking 
differences in the autistic children compared to the normal 
controls. One year later the development of the autistic 
children is reported to be not only delayed but qualitatively 
different in terms of the more challenging kinds of action 
outcomes. This is particularly evident for action outcomes 
involving mental representations of the intended outcome. So the 
autistic children seem to fail to differentiate an anticipated 
action outcome from the action itself and so become preoccupied 
with means rather than going on to focus on ends as their 
normally developing peers do, leading to the repetitive 
stereotypical behaviour frequently observed in children with 
autism.
Adrien et al. report finding signs of abnormalities of eye 
contact (in some cases during the first weeks of life), a 
deficiency and variability of emotional expression, a defect in 
attention and initiation of communication, as well as motor 
abnormalities in their studies of home movies of children later 
diagnosed as autistic.
Frith, Soares and Wing(1993) have recently published initial 
findings of a large survey of parents of people with autism. The 
authors asked the parents what were the first signs that they 
detected of autism in their children. They present findings 
cocerning how old the child(with autism) was when parents began 
to suspect problems of development. 26% of parents report 
concerns before the age of one year, 39% between one and two 
years and 35% after the age of two. The ages at which the child 
was professionally diagnosed as autistic peaked with 46%
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occuring between the ages of 3 and 5 yrs, whilst only 6% were 
diagnosed before 2yrs and 7% after the age of 11. Approximately 
half the parents in the survey reported a marked change after a 
period of apparently normal development.
Another study has looked at parental perception of 
behavioural symptoms in autistic children in Japan, (Ohta,
Nagai, Kara & Sasaki,1987). Here it was found that 71% of 
parents reported noticing abnormalities in their children with 
autism by the age of two and a half years, though as with the 
Frith study it is likely that many observed symptoms were 
related to retardation rather than specific to autism alone.
PRESENT STUDY
The study described here was designed to gain information 
about the behavioural factors which affect age of diagnosis of 
autism. In particular, which behaviours from the range of 
behaviours known to be associated with autism are likely to lead 
to an early diagnosis in clinical practice?
Also of interest was whom is the person who first expresses 
concern about the autistic child's developmental progress? Is it 
a parent or a health professional, and which areas of 
development are of concern to them.
25
METHOD
THE STUDY
Information was collected from the teachers of the children 
in the study about their current level of autistic behaviour 
using the B.S.E. Some qualitative information about the 
children was also collected by interviewing their mothers about 
their child’s early development.
SUBJECTS
Twenty three children between the ages of three and 
thirteen years were the participants in this study. Nineteen of 
the children had a diagnosis of autistic disability(16) or 
social and language abnormalities with autistic behaviour 
features(3). The remaining four children had a diagnosis of 
Asperger’s Syndrome. All the children were resident in Essex or 
Suffolk and had initially seen their local Consultant 
Paediatrician when concern was expressed about their 
developmental progress. Thirteen of the children were 
subsequently referred on to specialist child development centres 
in London and Cambridge to either make a diagnosis or confirm 
one made by the local Paediatrician.
There were nineteen boys and four girls in the study. Eleven 
of the children were recruited through a Child Development 
Centre in a District General Hospital in Essex, the remaining 
twelve were recruited from a Special School also in Essex.
ETHICAL APPROVAL
26
Ethical approval for the study was sought from two sources. 
South Essex Health Authority and Essex County Council Education 
Department.
The research proposal was submitted to the Health Authority 
Research Ethics Committee in order to gain access to the medical 
records of the children. Their letter of approval for the 
project is in the Appendix, see pages I-III.
The Assessment and Evalution Service of the Education 
Department was contacted to confirm that they had no objection 
to the researcher contacting Headteachers of the children in the 
study, (see letter in Appendix page IV).
PROCEDURE
B.S.E. QUESTIONNAIRE
The parents of the children whose names were provided by 
the Child Development Centre were contacted by letter and 
invited to allow their chilren to be part of the study. They 
were also asked if they would be willing to be interviewed in 
their homes by the researcher at a time convenient to them,(see 
Appendix pages V-VI). Out of fourteen parents contacted eleven 
agreed to their children being included.
The research proposal was dicussed at length with the 
Headteacher of the Special School who agreed to circulate a 
letter inviting participation in the study to the parents of the 
twenty pupils in the school suitable for inclusion,(see Appendix 
pages VII-IX). Twelve of the parents agreed to take part.
Twenty one of children attended six different Special 
Schools and the remaining two (both of whom had a diagnosis of 
Asperger s Syndrome) were at two different mainstream primary
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schools. The headteachers of the eight schools were telephoned 
and the research study discussed with them. They all agreed to 
the class teachers of the children in the study being approached 
(see letter in Appendix page X), and requested to complete a 
questionnaire,(B.S.E.).
The Behavioural Summarized Evaluation (B.S.E.) was 
developed by Lelord et al.(1981) to evaluate the severity of 
behavioural problems in autistic children. It consists of 20 
items on a single sheet, with an attached glossary explaining 
each item in a few words, (see Appendix pages XI-XV). Each of 
the twenty items is scored on a scale from 0 to 4: 0,if the 
disorder is never observed: l,if sometimes; 2,if often; 3,if 
very often; 4,if it is always observed. The B.S.E. was designed 
to be accessible to and completed by medical and education 
workers who knew the child well, or observed them for two days 
in order to complete the questionnaire measure.
Recent further work on the B.S.E. has explored the 
psychometric properties of the Scale (Barthélémy, Adrien, 
Tanguay, Garreau et al.1990:) Content and criterion-related 
validity studies showed the Scale to be relevant in content and 
significantly correlated, (sC.OOl) with Expert Severity Scores 
given by expert child psychiatrists rating blind to B.S.E. 
scores. The overall global 20 items had excellent reliability 
(0.96). The sensitivity and specificity of the Scale in 
discriminating 58 autistic from 58 nonautistic mentally retarded 
children has been reported by Barthélémy, Adrien. Roux et 
al.(1992). They found the B.S.E. to clearly separate the two 
samples of children.
The B.S.E. was selected for use in this study as it was 
designed for use by teachers (rather than parents), and it was
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quick and simple to complete. Also it was intended to give a 
current picture of behaviour problems in children who had 
already been diagnosed as autistic and not as a diagnostic tool. 
The questionnaire is made up of ten questions, 1-10, relating to 
autistic symptoms (Part A) and a further ten, 11-20, about 
"associated features",(PartB). It can be further subdivided into 
seven areas of behaviour :
I Autistic withdrawal (Questions 1-4)
II Impaired verbal and non verbal communication (Questions5-7)
III Bizarre Responses to the environment (Questions 8-10)
IV Motor disorders (Questions 11-13)
V Inadequate affective responses (Questionsl4-17)
VI Instinctual disorders (Question 18)
VII Attention, perception and intellectual function disorders
(Questions 19-20 )
All these factors made it an ideal questionnaire to choose 
for the present study.
PARENT INTERVIEWS
The parents of the children in the study were each 
interviewed at home for approximately an hour. The interviews 
were audiotaped and also a few notes made during each of them.
The format of the interview followed the Parent's Interview 
Schedule which is included in the Appendix (see pages XVI-XVII). 
This was designed for the study using the Autistic Continuum 
Assessment Schedule (Aarons and Gittens, 1992 ) and items 
identified in Frith, Soares and Wing's paper (1993) concerning 
what parents say about the earliest detectable signs of autism.
The interview was carried out in a semi—structured way with 
care being taken by the researcher not to directly or indirectly 
suggest any particular developmental features as being of
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interest. Informât ion was sought about any concerns the 
parent(s) had about their child's development during the 
first two years of life and about physical developmental 
milestones at this time. The child's birth and perinatal history 
was also asked about, and any episodes of serious illness before 
the age of two were identified. A child was considered to have 
experienced perinatal problems if the mother was admitted to 
hospital during the last trimester of pregnancy because of 
concern about the foetus or if the child needed Special Baby 
CQ-re Unit facilities at birth for at least 24 hours. A child was 
scored as having a serious illness if they were reported to 
have been padmitted to hospital for an infective condition or 
trauma or if they were unwell at home for more than three days 
with a high fever.
The process of gaining a diagnosis of autism and the age of 
the child when this occured was elicited. At the end of the 
interview a list of signs of autism and related behaviours was 
mentioned if not already spoken about previously, (see cue 
recall list on page XVII in Appendix).
The age of diagnosis was confirmed by searching the medical 
files of the eleven children recruited from the hospital, and 
from the Medical Information section in their Statement of 
Special Educational Needs for the twelve children from the 
Special School. In three cases the Statement did not contain 
information about age of diagnosis, so the parents memory was 
accepted alone. Additionally, it was possible to see the early 
developmental screening records of the eleven children from the 
hospital to confirm maternal reports of early developmental 
concerns and milestones.
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RESULTS
B.S.E. SCORES AND AGE OF DIAGNOSIS
The teachers of twenty two of the twenty three children in the
study completed a B.S.E. Questionnairre. The scores on this
measure are shown in Table 1 (see page 31 & 32), they were 
obtained by adding the frequency scores for each of the twenty 
questions on the B.S.E. to give a global score. The first ten 
items on the scale deal specifically with autistic symptoms, 
whereas the last ten concern associated features. Barthélémy, 
Garreau, Bruneau (1989) suggest that the ten item subscores can 
be considered separately, so, these were also calculated and are 
shown in Table 1.
In order to determine if there was any relationship between
the age of diagnosis of autism and the current severity of 
autistic behaviours as measured by the B.S.E. a statistical 
analysis using Spearman's rank correlation was carried out. The 
age at diagnosis was correlated by rank with the total B.S.E. 
score, with the B.S.E. A score and B.S.E. B score, and each of 
the areas of behaviour I - VII. None of these were found to be 
significantly correlated.
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TABLE 1 CHILD SEX AND AGE DATA AND B.S.E. SCORES
Child 
no.
Sex Age at 
study
Age at 
diagnosis
B.S.E.
score
B.S.E.
A score
B.S.E.
B score
1 M 5 3.25 29 16 . 13
2 M 7 5.75(Asp) 26 12 14
3 M 5 2.75 5 2 3
4 M 11 10.50 28 16 12
5 M 8 5.75 34 14 20
6 M 6 6.50(Asp) 18 9 9
7 F 9 2.75 23 13 10
8 M 11 3.50 48 24 24
9 F 7 3.50 11 4 7
10 M 10 4 33 19 14
11 F 12 3.75 40 25 15
12 M 13 6.50 22 14 8
13 M 13 5.75(Asp) 33 23 10
14 F 11 4 19 15 4
15 M 13 2.50 33 26 7
16 M 7 3.50 10 5 5
17 M 7 3.50 47 33 14
18 M 5 2.25 41 24 17
19 M 5 2.50 48 29 19
20 M 5 3.50(Asp) 26 12 14
21 M 7 4 44 23 21
22 M 3 3 31 18 13
23 M 6 2.25
KEY Hereafter * = Asperger's Syndrome
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Table l(cont.) B.S.E. BEHAVIOURAL AREAS SCORES
Child B.S.E. B.S.E. B.S.E. B.S.E. B.S.E. B.S.E. B.S.E.
no. I II Ill IV V VI VII
1 9 4 3 3 1 4 5
2* 5 4 3 6 2 1 5
3 1 0 1 1 1 0 1
4 4 8 4 4 6 1 1
5 3 3 8 6 4 4 6
6* 5 1 3 3 3 0 3
7 6 3 4 3 2 0 5
8 7 6 11 5 10 3 6
9 2 1 1 2 4 1 0
10 6 6 7 7 4 1 2
11 8 9 8 8 4 1 2
12 5 7 2 3 2 0 3
13* 10 9 4 3 5 0 2
14 7 6 2 0 2 0 2
15 10 7 8 3 2 0 2
16 2 2 1 2 2 0 1
17 12 11 10 6 2 3 3
18 9 8 7 6 5 0 6
19 15 6 8 6 3 4 6
20* 6 2 4 5 3 1 5
21 9 7 7 7 4 4 6
22 6 7 5 5 3 0 5
23 — _ — — — — -
KEY 1= Autistic withdrawal. 11= impaired communication
111= bizarre responses to environment. IV= motor disorders 
V=inadequate affective responses. VI=instinctual disorders 
VII=attention/perception & intellectual function disorders
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PARENTAL INTERVIEWS
The parents of twenty two of the children agreed to be 
interviewed by the researcher. These were carried out using the 
the framework of the Parent Interview Schedule, (see Appendix 
pages XVI-XVII). Some of the information gained from the 
parental interviews is summarised in Tables 2, 3, and 4, (see 
pages 34, 35 and 36). Details of the perinatal problems, serious 
illness before 2 years and areas of skills loss can be found in 
Table 5 in the Appendix (see page XVIII).
Chi-square analyses were carried out to determine if there 
were significant relationships between early diagnosis of 
autism, before the age of three and a half years old, and five
factors in the children's early development. The results are 
shown below:
Diagnosis Developmental Factor Relationship
1. Early/late
2. Early/late
3. Early/late
4. Early /late
Skills loss +/—
Early babble +/-
Hearing ? & normal +/■
Serious illness +/- 
before two yrs.
not significant 
not significant 
not significant 
not significant
5. Early/late Perinatal problems +/- not significant
CABLE 2 FAMILY POSITION ,CONCERNS EXPRESSED AND BABBLE 61
:hild Family Who 1st Age About 6m
no. position expressed
concern
expressed what babble
1 2 Mother 6m eye contact No(c)
2* 2 Mother 8m rocking Yes(c)
3 1 H.V. 6m hearing No(c)
4 2(twin) Mother 22m hearing Yes
5 1 Mother 9m isolation No(c)
6* 1 Mother 30m difference Yes(c)
7 1 H.V. 9m hearing Yes(c)
8 1 Mother 24m lang. dev. Yes
9 2 Mother 14m hearing Yes(c)
10 1 H.V. 24m hearing Yes
11 - - - - -
12 4 Mother 12m development No
13* 3 Mother 33m isolation little
14 1 Mother 14m lang. dev. little
15 1 Mother 7m development Yes
16 2 Mother 7m isolation No
17 2 H.V. 18m hearing little
18 2 Mother 20m hearing Yes
19 4 H.V. 24m development Yes
20* 1 Mother 12m lang. dev. No
21 2 Mother 24m development No
22 2 H.V. 18m lang. dev. Yes(c)
23 2 H.V. 24m lang. dev. Yes(c)
KEY H.V. = Health Visitor 
(c) = information confirmed from medical files.
TABLE 3
DEVELOPMENTAL
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INFORMATION
Child
no.
Age
sat
Age
walked
Perinatal
problems
Serious 
illness 
before 2yrs.
Loss
ski:
1 5. 5m 10m(c) Yes No Yes
2* 6m 18m(c) Yes Yes No
3 6. 5m 14m(c) Yes Yes No
4 9m 20m Yes No Yes
5 10m 17m(c) Yes No No
6* 5. 5m llm(c) No Yes No
7 18m 54m(c) No Yes Yes
8 6m 13m Yes No Yes
9 6m 10.5m(c) No No Yes
10 7m 12m No Yes Yes
11 - - - - -
12 13m 36m Yes Yes No
13* 7m 14m No Yes No
14 7m 15m Yes No Yes
15 9. 5m 25m No Yes Yes
16 7m 15m No Yes No
17 9m 14m Yes No Yes
18 7m 14m Yes NO Yes
19 6m 11m No No Yes
20* 5m 16m Yes Yes No
21 7m 13m No Yes No
22 6m 10.5m(c) No No No
23 7m 13m(c) No No Yes
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TABLE 4
HEARING TEST DATA AND MONTH OF BIRTH OF CHILDREN IN STUDY
Child 
no.
1
2*
3
4
5 
6*
7
8 
9
10
11
12
13*
14
15
16
17
18 
19 
20* 
21 
22 
23
Hearing
queried
Yes
No
Yes
Yes
Yes
Yes
Yes
Yes
Yes
Yes
Yes
Yes
No
Yes
Yes
Yes
Yes
Yes
Yes
No
No
Yes
Yes
Hearing 
test result
glue ear
normal 
normal 
normal 
glue ear 
normal 
normal 
glue ear 
normal 
normal 
normal
normal 
normal 
normal 
glue ear 
normal 
normal
normal
normal
Month of 
Birth
April (6wks prem.)
May
May
December
February(lOwks prem.)
June
October
April
September
May
September
September
September
May
August
August
July
November
May
September
December
August
November
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The relationship between who first expressed concern about the 
child’s development, the mother or a Health Visitor, and early 
versus late diagnosis was explored using a Chi square test and 
found to be not significant.
The average age of the child at which maternal concern was 
first expressed was very similar to the age at which Health 
Visitors first expressed concern, 16 months compared to 17.6 
months respectively, see Figure la and ib, page 38. The two 
children whose mothers first expressed concern about development 
after the age of two were both later diagnosed as having 
Asperger's Syndrome.
The areas of concern expressed by the mothers or Health 
Visitors are shown in Figure 2a and 2b, page 38. They were 
similar, except that a concern about social interaction other 
than language e.g. "isolation" was expressed by four of the 
mothers and no Health Visitor, see Table 2 page 34.
In spite of this there was a significant difference in the 
lag from expressed concern to diagnosis depending on whether the 
mother first expressed concern or a Health Visitor. This was 
analysed using a Mann-Whitney test and the lag was significantly 
(P — < .005) shorter if a Health Visitor first expressed 
concern. Indeed, the average time from expressed concern by the 
mother to diagnosis was 40months, compared to ISmonths if the 
first concern was expressed by a Health Visitor. So, the average 
age at diagnosis if a mother first expressed concern was 4.96yrs 
compared to 2.96yrs if a Health Visitor first expressed concern.
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FIGURE la AGE MOTHERS FIRST EXPRESSED CONCERN
Number
7
6 4 
5 
4 
3 
2 
1 
0
6-12m 13-18m 19-24m >25m
FIGURE 1b AGE HEALTH VISITORS EXPRESSED CONCERN
Number
6—12m 13-18m 19-24m >25m
FIGURE 2a CONCERNS EXPRESSED BY MOTHERS
Number
lang. dev. hear. social 
(- lang.)
FIGURE 2b CONCERNS EXPRESSED BY HEALTH VISITORS
Number
lang. dev. hear. social 
(- lang.)
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The child's family position was recorded during the interview 
to see if there was an increased likelihood for mothers to 
express concern about their child's development if they were a 
second or later child than if they were a first-born. In the 
study the first expressed concern was by the mother in 68% of 
all children (15 out of22). There were 9 first children in the 
study and the mother first expressed concern in 6 of these(66%).
The relationship between the presence or absence of perinatal 
problems and subsequent skills loss during development was 
analysed using a Chi Square test and found to be not 
significant.
Half (11) of the children experienced a serious illness 
before the age of two years old, for details see Table 5 in the 
Appendix page XVIII. Twelve of the parents spoke spontaneously 
during interview of a skills loss during their child's 
development, for details see Table 5, these were mostly in 
language use and all involved a reported clear regression in 
development rather than just a slowing down in skills acquired 
or a plateau in developmental progress.
The relationship between a reported serious illness before 
the age of two years and a reported skills loss was analysed 
using a Chi Square test. It was found that for the children in 
the study a reported serious illness was not associated with a 
skills loss being recalled by the mother. Those children whose 
mothers recalled a regression in their development had not 
experienced serious illness before the age of two, (p= < .01). 
See Table 3, page 35 and Table 5 in Appendix page XVIII for data 
details.
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In order to see if there was any seasonal factor in the 
months of birth of the children in the study a Chi Square 
analysis was carried out. The year was divided into four three 
month periods, Jan-Mar, Apr-Jun, Jul-Sep, Oct-Dec, and the 
distribution of birth months analysed to see if it differed from 
that expected. Child 1, who was born six weeks premature and 
Child 5, who was born ten weeks premature were assigned to the 
month in which their expected full-term date of delivery 
occured. The distribution of months of birth did differ 
significantly from equal throughout the year, (p = <.05).
It was possible to locate the infant development screening 
records held in the Community Medical File of all eleven 
children from the Child Development Centre. In the Health 
Authority in which the children lived a seven month and eighteen 
month screening check were carried out. The results are shown 
in Table 6 below:
TABLE 6
Incidence of- "problems" recorded in screening tests of as vet
_ undiagnosed infants: reported freguencies of available total
Areas targeted by screening test
At 7 months
Motor Vision Hearing Social
(Language) 
1/11 0/11 2/11 2/10
At 18 months 1/11 0/11 5/11 9/11
Note. The social areas in these screening tests at ISmonths
involved building cubes in and out of a box, naming body 
parts, identifying objects and interacting verbally with 
the Health Visitor.
An infant was classified as having a problem in an area 
if a) they were referred to a specialist.
b) note made to recheck test at later date
c) note made that infant unusual in that area.
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DISCUSSION
This section will firstly look at behaviours of the child 
which are associated with diagnosis and then the concerns and 
activities of health care workers and parents which lead to a 
diagnosis of autism.
Baron-Cohen and Howlin(1993) discuss the difficulties of 
diagnosis of autism related to current diagnostic techniques 
being based exclusively on the presence or absence of 
behavioural criteria. DSM-IIIR(1987) criteria, which are most 
widely used in Britain, specify exactly the numbers of items 
that must be present before a diagnosis of autism can be made.
It is necessary for a total of at least 8 out of 16 symptoms to 
be identified, 2 or more of which must relate to social 
impairments, 1 or more to communication deficits and 1 or more 
to the presence of obsessional or ritualistic behaviours. In 
spite of the reliance on behavioural criteria having led to 
clearer operational rules for diagnosis (Rutter & Schopler,1987) 
it has also raised some problems. For although it is relatively 
easy to identify delays or 'absences' in behaviours, it is much 
harder to decide when a behaviour is qualitatively abnormal. 
Also, behaviours may be similar whilst having completely 
different cognitive bases, so exclusively behavioural diagnostic 
systems may confuse apparently similar conditions.
The study here was designed to see whether the participants 
scores on the Behavioural Summarized Evaluation (B.S.E.), which 
provides a quantitative measure of autistic behaviours, were 
related to the age at which a diagnosis of autism was made. As 
detailed in the Results no relationship was found between the 
B.S.E. scores of the children now and the age of diagnosis of
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autism. This was true for the total B.S.E. score and the 
Part A(autistic symptoms) and Part B(associated features) 
subsections of the questionnaire, and the seven areas of 
behaviour (I-VII). The scores were also studied to see if a 
greater score on Part A than Part B led to an earlier diagnosis 
as the questions(1-10) in Part A related to symptoms more 
specific to autism; but no relationship was evident. This may be 
because of the time lag between diagnosis and the study, or 
because the age of diagnosis of autism is not affected by 
behaviours shown by the child, but by other factors which will 
be discussed below.
The time elapsed between diagnosis and the current study 
ranged from six months for child 22 to 11 years for child 15. If 
the B.S.E. measure had been completed for each of the children 
within a year of diagnosis it may have provided a better picture 
of behavioural factors affecting age of diagnosis. As autism is 
a developmental disorder there may be some changes in the actual 
behaviours shown as the child grows older. However, as the 
B.S.E. Questionnaire (See Appendix pages XI-XV) asks about 
categories of behaviour, e.g. Q.3 poor social interaction, 
rather than specific examples it is likely to remain a useful 
measure over a period of time.
One of the aims of diagnosis is to improve early detection 
of disorders. Autism is particularly difficult to diagnose as it 
involves qualitative abnormalities of behaviour and has a very 
variable picture across the range of intellectual ability. Work 
identifying the theory of mind deficit in autism has led to 
efforts to find possible precursors to this deficit which could 
be screened for in infancy. It has been suggested that two 
possible precursors are pretend-play impairments and joint
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attention deficits,(Leslie,1987 : Baron-Cohen,1991). Pretend-play 
is separate and distinct from functional play which is not 
specifically impaired in autism,(Ungerer and Sigman,1981). 
Joint-attention behaviours include activities such as 
gaze-monitoring, "showing" gestures, and pointing,(Sigman et al. 
1986). In autism one specific type of pointing, protodeclarative 
pointing, seems to be impaired whereas protoimperative pointing 
is not,(Baron-Cohen,1989a). Both pretend play and joint 
attention behaviour, especially protodeclarative pointing, are 
universal developmental achievements (Leslie,1991) normally 
evident in simple forms by 15 months. So their absence at the 
routine ISmonth screening could be specific indicators of autism 
or related disorders. Yet currently neither of these 
psychological markers are screened for.
Baron-Cohen et al.(1992) have investigated the presence of 
pretend-play and joint attention behaviours using the CHAT, in a 
group of "at risk" ISmonth olds and found that the absence of 
both protodeclarative pointing and pretend-play was predictive 
of a diagnosis of autism at two and a half years old. The CHAT 
is designed to be used by Health Visitors or General 
Practitioners at the routine ISmonth developmental screening 
test.
The mothers who took part in the present study were asked if 
their children had pointed to things to show interest in them,
(as distinct from pointing at things because thet wanted them) 
before the age of two years. Three mothers reported they 
remembered their children using protodeclarative pointing, one 
was uncertain about this and seventeen said their child had 
never pointed out at anything of interest.
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The mothers were also asked about what toys their children 
liked to play with before the age of two years old, and what 
kind of games the children used to play. Eighteen of the 
mothers said their child had never played with toys "properly". 
They either showed no interest in toys preferring to 
repetitively jangle keys or twist string, or used to line up 
cars and lego in lines or throw and bang toys. Three mothers 
reported their children had showed pretend play, one only when 
initiated by his older sister, and the other two apparently 
independently.
It is interesting to speculate in the light of these 
parental recollections how many of these children may have been 
picked up as developing abnormally if the CHAT had been in 
routine clinical use at the time of their 18 month developmental 
screening tests. It seems likely that the majority of them would 
have been identified by the CHAT as meriting further assessment 
of their developmental progress.
Johnson et al.(1992) carried out a study to see if autism can 
be predicted on the basis of infant screening tests. They 
concluded that children later diagnosed as autistic had a 
selective increase in social problems only at the ISmonth 
screening test. This was in contrast to normal controls who had 
a low incidence of reported problems at all ages in the four 
categories, (motor, vision, hearing and language, and social) 
which were investigated. A learning-disabled group suffering 
from non-specific developmental delay showed a sharp increase in 
reported abnormalities in all categories at 12 months.
In the present study a similar increase in problems 
identified in the "social" category occurred at the ISmonth 
screening check (see Table 6, page 37). In all nine cases this
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was noted in the records as a concern about language 
development, in five of these a query was raised about 
hearing also. At the seven month screening test only two 
children (out of ten) were noted not to be showing two-syllable 
babble. So, this study bears out the findings of Johnson et al. 
(1992) that for at least some children later diagnosed as 
autistic a specific developmental delay in social behaviours is 
evident and detectable at routine 18 month screening tests. The 
children here who were noted as giving concern due to delayed 
language development all later had detailed hearing tests during 
the search for the cause of their developmental abnormalities.
Indeed, of the total of twenty three children in the study, 
nineteen had at some time a detailed hearing test. Four of these 
detected a hearing loss due to "glue ear" and the other fifteen 
found normal hearing. Of the four children whose hearing was 
never of concern three later received a diagnosis of Asperger's 
Syndrome, and the other child had been noticed by his mother to 
have excellent hearing from birth. The mother of this boy 
reported remembering her son's exaggerated "startle response" to 
noise when he was only two days old and still in hospital after 
his birth. In a recent report Collet,Roge,Descouens et al.(1993) 
detail findings of abnormal fuctioning in the medial 
olivocochlear bundle in the brainstem of children with autism. 
They suggest this may account for the often noticed auditory 
hyperacusis in individuals with autism, as this structure is 
involved in the filtering of sensory inputs. They point out that 
finding an objective peripheral auditory dysfunction in autism 
provides a further evidence for the involement of the brainstem 
in the pathology of autism. This is in accord with findings 
using magnetic resonance imaging of the brainstem of autistic
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children where the structure has been shown to be anatomically 
smaller than in normally devloping children,(Hashimoto,Tayama, 
Miyazaki,et al.1992).
In accord with large scale studies of familial aggregation 
of autism,(Folstein & Rutter,1977. August, Stewart & Tsai,1981) 
three of the mothers in the present study spoke of other family 
members with related difficulties. This information was 
volunteered spontaneously in all three cases. The mother of 
Child 1 talked at length of how her son reminded her of her 
sister who "had no common sense about things". She spoke of her 
sister being "on a different wavelength to the rest of the 
world, even though she is not stupid". She told an interesting 
anecdote about her sister, at the age of fourteen, being asked 
to "watch the eggs" and then later being unable to understand 
their mother's wrath that she had watched them boil dry! This 
sounds a very typical example of the social ineptitude found in 
Asperger's Syndrome, and although unsubstantiated is interesting 
in light of Gillberg (1991) who details a family history 
with individuals suffering from both autism and Asperger 
Syndrome.
The mother of Child 4, who was a twin, talked of the severe 
developmental language delay that his twin sister had as 
an infant. This girl began to talk after her brother, who was 
later diagnosed as autistic. She is now coping in a mainstream 
Primary School. Child 4 is attending a Special School for 
Children with Severe Learning Disabilities and his vocabulary 
has dwindled to only a few words. The mother of Child 6, who 
has Asperger's Syndrome, was keen to also discuss her younger 
son aged four who had recently been diagnosed as having a
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semantic-pragmatic language disorder. Some researchers suggest 
that this disorder is within the "autistic continuum", 
e.g.Rapin, (1987), being characterized by a discrepancy between 
the conceptual and the socio-interpersonal aspects of verbal 
behaviour.
The number of children born each month in England varies 
only by about 5% with the fewest births occurring in November, 
(O.P.C.S.). The finding in this study of a significant seasonal 
variation in the months of birth of the children with a 
diagnosis of autism has been reported previously by Gillberg et 
al.(1990). They, however, found a different pattern of birth 
months with a peak in March. Both these studies have involved 
relatively small numbers of children, further research with a 
larger sample size is needed to clarify this. If a seasonal 
variation in births of children with autism is confirmed, this 
could be an important clue in the search for a cause of the 
disorder. Infective agents, environmental factors and diet which 
all show seasonal variation and which could be teratogenic may 
merit further investigation in this search.
In this study, of the twenty two children for whom 
information was available, fifteen of the mothers were the first 
person to express concern about the child's development and in 
the remaining seven cases it was a Health Visitor. Seven of the 
mothers were sufficiently concerned to voice their worries 
before their child's first birthday. The small numbers make it 
difficult to draw conclusions about the concerns expressed but 
five of the seven were concerned about aspects of social 
behaviour, "eye contact"(1), "isolation"(2), and "language 
development"(2), while the other two expressed concern about 
"development generally". In the whole sample eleven mothers
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(50%) spoke of wondering about their child's development before 
the age of one year old. These included the four children, 
numbers 4,7,12 and 15 who had delayed physical milestones. It 
is important to remember that approximately 20% of parents of 
children who subsequently developed normally in a control group 
of Frith, Soares and Wing (1993) reported that they had concerns 
about their child's development in the first year of life. In 
Frith's study of early detectable signs of autism she reports 
only 26% of parents suspecting developmental problems in the 
first year of life in their children who were later diagnosed as 
autistic. This is in contrast to Gillberg et al.(1990) study of 
young autistic children who found that 90% of mothers reported 
knowing that there was something wrong with the child before 
their first birthday.
Frith points out that the early signs detected are often 
indicators of general developmental delay rather than of autism 
specifically. Whilst that fact also undoubtedly applies to some 
of the early concerns and worries of parents in the present 
study it is interesting that some of the worries do seem to 
relate to specific features of the abnormal social development 
in autism, such as lack of eye contact, unusual hearing 
responses, play and autistic aloneness.
More than half the mothers reported noticing their child's 
lack of eye contact prior to the diagnosis of autism. One spoke 
of her child "looking through her", others mentioned "an 
unconnected look", "a puzzled look"," having no light in his 
eyes". Many mothers talked of their puzzlement about their 
child's hearing, in that they did not respond to their name 
being called but could hear a sweet paper being unwrapped or 
crisp packet rustle from the next room. The majority of mothers
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noted abnormalities in play in their children by the time they 
were 18 months old. They either played only with a very 
restricted range of toys and objects e.g. wire , string and keys 
or played in an unusual way with toys e.g. lining up cars 
repeatedly but never pushing them along. Many mothers spoke with 
regret of their child "being in a world of his own" or "being 
impossible to get through to".
Studies of very early mother-infant interaction in normal 
infants have shown that moving, three-dimensional, 
self-deforming and noise producing objects have a basic 
attention-demanding function for the human infant which far 
outweighs the effect of any static object however brightly 
coloured or novel it may be,(Schaffer,1971). This is why the 
human face of the early caregiver has a compelling fascination 
for the infant. Slowed down video-recordings of interacting 
mother-infant pairs show that the different sensorimotor 
components of the infant's activity are highly synchronized with 
each other and in time so they can mesh with similar patterns in 
the mother. These studies have shown that from a very early age 
normal infants appear to be capable of taking part in 
dialogues" with other human beings. So long social interchanges 
of an alternating pattern of passive and active role-taking seem 
to occur with effortless ease, apparently natural not only to 
the mother but also to the young infant.
Schaffer(1977) suggests vital parts of the infants social 
preparedness are the visual structures highly sensitive to the 
stimulation emanating from other people's faces and the auditory 
equipment selectively attuned to the human voice. As the normal 
baby develops it becomes able to switch its visual attention 
from its mother to other objects and back again. This provides
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her with a set of social signals which constitute a real 
communication between them. The ability to switch eye direction 
between contact with another person and shared objects of 
reference is of great significance in sustaining social rapport 
bteween two people. Most babies develop this shared attention 
behaviour by the time they are about six months old.
Hobson(1993) maintains that autism is primarily an 
interpersonal impairment due to a brain abnormality that 
prevents the child from establishing normal intersubjectivity 
with those around them. This is due, he says, to an inability to 
become emotionally engaged with others due to disruption to the 
early processes of joint attention, particularly the 
triangulation of attention and emotion involving the baby, adult 
and object.
Recent evidence (Adrien,Perrot,Sauvage, et al.1992) from the 
study of home movies of infants later diagnosed as autistic 
suggests that abnormalities of eye contact and lack of joint 
attention behaviour are evident during the first year of life 
of the children. This may be related to an impairment in the 
recently proposed "eye direction detector" which Baron-Cohen 
(in press) suggests develops early in normal infants functioning 
to build representations of self—other—object relations, thereby 
allowing joint attention, but which is deficient in childen with 
autism.
Pawlby(1977) when interviewing mothers about their early 
attempts to communicate with their babies at the preverbal level 
found some of them talked spontaneously about trying to get on 
the same wavelength. Similarly in the present study talking to 
mothers of chidren with autism several of them used similar 
analogies: complaining of being unable to "tune in to their
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child", or "get through to him". This difficulty clearly caused 
considerable puzzlement to mothers when many other aspects of 
their child's development appeared to be normal.
Attribution theory, originally developed by Herder(1958), 
seeks to explain how people provide a causal explanation for 
events that attract their attention. Weiner(1980) further 
elaborated the theory to a three dimensional model of 
attribution: locus(external/internal), stability and 
controllability. In this study several of the mothers in 
attempting to understand the "different" nature of the social 
interaction with their children made an internal attribution 
about the cause. This led to them "blaming" themselves. They 
spoke of "thinking I was doing something wrong", "thinking that 
he didn't love me because of something about me", "thinking that 
he did not like me because of something I was doing",and "being 
sure I was a bad mother". Such attributions obviously caused 
the women considerable distress.
The finding that in this study the children who regressed in 
development were a significantly different group to those who 
had a serious illness is interesting in the light of Baron-Cohen 
and Bolton's(1993) ideas about several alternative pathways 
leading to autism. It is inappropriate to be too simplistic 
about some serious viral illnesses causing autistic difficulties 
because many children suffer such illnesses and do not go on to 
have autistic problems later. It seems that some viruses that 
affect the brain in young children may be a contributing factor 
to the cause of autism. It may be that the two groups of 
children here had followed different paths to their current 
autistic difficulties. A similar idea about subgroups of autism
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with different pathogenic pathways is put forward by Klin et 
al.(1992) as a result of their varied findings in studies on 
early social behaviours in children with autism.
Twelve of the twenty-two (55%) children were reported to 
have lost skills at some time during their development, in the 
majority of case this loss was of language,(see Table 3 page 32 
and Table 5 Appendix page XVIII). Kurita(1985) has specifically 
studied the phenomenon of speech loss in autism and reported an 
association with lower I.Q..
The figure of 55% of children showing a discontinuity and 
regression in development is similar to findings of Frith, 
Soares & Wing(1993) that 47% of the children in their sample 
were reported to have shown a setback in early development. It 
is noteworthy that in the present study none of the four 
children who had a diagnosis of Asperger’s Syndrome were 
reported to have shown a regression in development. Happe 
(1994) suggests that the skills loss noticed by parents may be 
due to early emerging social and communicative behaviours 
relying on mechanisms that are different to and normally later 
superseded by, those underlying later competence in these areas. 
She suggests that in some cases of autism the later mechanisms 
do not function normally. This is particularly relevant for 
imitation deficits where there is evidence that the mechanisms 
that are instrumental in neonatal imitation may be different to 
those underlying later childhood imitation,(Happe,1994).
Lord(1991) claims that a significant minority of parents 
report evidence of imitation during the infancy of their 
autistic children later found to be incapable of imitating a 
modelled action. In the present study seven of the twelve 
mothers who reported a skills loss recalled definite instances
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of early social behaviour such as waving bye-bye and interacting 
in baby games such as peek-a-boo, though only one of the seven 
said her child would initiate the game.
Fifteen mothers first expressed concern about their child's 
development, of these thirteen did so to a Health Visitor and 
the other two went to speak to their General Practitioner. The 
responses to expressed concerns varied. Four mothers were 
listened to and action taken, four others were reassured their 
concerns were groundless and the remaining seven felt dismissed 
as "over anxious and/or neurotic". It is true that many mothers 
(22% in Frith et al1 s 1993 study) of children that subsequently 
develop normally say they had concerns about their child's early 
development. How many of these might express concern to a health 
professional is uncertain but undoubtedly some would do so. In 
view of this it is perhaps not surprising that some mothers felt 
their expressed concerns were not taken seriously, or were 
dismissed. There was a feeling among many mothers that once 
someone listened to them and recognised that there was a 
justifiable reason for concern that "a door opened and things 
began to happen", albeit sometimes exasperatingly slowly! It 
may be possible for that "door to be left ajar" by health 
professionals suggesting that if a concern is still present in 
three months time the mother should contact them again. As 
Byrne, Cunningham and Sloper(1988) point out the way people are 
treated at this stage can influence how they feel about the 
child, about themselves and about professionals both in the 
short and long term.
The small numbers in this study make conclusions difficult 
to draw but it is interesting that five of the mothers who felt 
dismissed were those that were expressing concern over unusual
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social behaviour. They were worried about their children's 
"isolation" and "difference". It is also the case that none of 
the concerns expressed by Health Visitors involved aspects of 
social behaviour such as this. Indeed, the mother of Child 1 was 
expressing concern about her son's lack of eye contact at his 
seven month developmental screening, but it was not until he 
was three years old and his language development was delayed 
that the Health Visitor made a note that he would not make eye 
contact. Currently the developmental screening tests are not 
designed to cover the more "subtle signs" of social dysfunction, 
and the short time (approximately 15 minutes) taken to carry out 
the screening mean this may be difficult to do.
Raising the awareness of Health Visitors and General 
Practitioners to the key early symptoms of autism would mean 
they would be more likely to respond to mothers expressing early 
concerns about such things as aspects of social behaviour and 
unusual auditory responses. This is supported by Gillberg et 
al.(1990) who suggest the best way to improve the recognition of 
autism in infancy is to shift the focus away from the typical 
speech and language problems and look for abnormal perceptual 
responses and various social dysfunctions. They conclude that 
in autism the clinical picture usually allows diagnosis to be 
made on the basis of interview with the mother and observation 
of the child between the age of one and three years old. Indeed, 
the importance of recognising the mother as knowing all the 
relevant information about her child seems to be of key 
importance in helping earlier diagnosis. This will be available 
to speed appropriate referral to secondary health care 
professionals if the primary health care professionals who 
regularly see mothers with young children ask questions relevant
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and pertinent to autism when they hear mothers expressing 
concerns such as "he is in a world of his own".
The research by Baron-Cohen et al.(1992) using the CHAT 
checklist does suggest that some deficits detectable at 18 
months are highly predictive of a later diagnosis of autism. 
Whether or not this screening checklist will be introduced into 
routine clinical use in the future remains to be seen. The 
evidence from the present study suggests that it would speed the 
process of diagnosis considerably. This would have two important 
difrical implications, one for the child and the other for the 
caregivers. Earlier recognition and diagnosis will help lead to 
access to appropriate health and education resources for the 
child at an earlier age. For caregivers an earlier diagnosis 
will mean an end to the experience of living with a child whom 
repeatedly puzzles and bewilders them. There was an absence of a 
birth order effect in who first expresses concern about the 
child s development found in this study. This suggests the 
experience of caring daily for a child with autism is such that 
first time mothers are equally aware of their child's unusual 
development as more experienced mothers. One mother whose first­
born son had autism spoke poignantly of the first occasion when 
he called her "Mummy". This was when he was badly hurt in an 
accident at nursery school, and despite having a vocabulary of 
about a eight other words form the age of ISmonths.
The majority of mothers in this study described their 
initial feeling at receiving the diagnosis of autism as one of 
relief at finally understanding what was wrong. Many spoke of 
how helpful they had found it to be able to join the National 
Autistic Society to get information about the condition and
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gain support from other parents with children with autism. One 
mother described this Society's leaflets on how to manage 
behaviour tantrums and toilet training as "brilliant". About a 
third of the mothers talked of feeling sad or upset at the time 
of diagnosis; this seemed to be related to the realisation that 
their child had a disability which would be lifelong. They spoke 
of "knowing then that he would never catch up and be normal". 
Many studies have looked at parental experience and feelings at 
the birth and diagnosis of a child with a disability (Bruce & 
Schultz,1992: Byrne,Cunningham & Sloper,1988: Horowitz, 1990: 
Parkes,1988: Vines,1986). In the case of a child with autism the 
parents are likely to experience a protracted period of anxiety 
about the "normality" and long-term future for their child, 
which will only begin to be partly allayed when a diagnosis is 
received. The mothers in this study would concur wholeheartedly 
with Uta Frith's description of autism as an enigma that needs 
explaining, (Frith,1989), and Kanner's assertion that "each case
merits..........a detailed consideration of its fascinating
peculiarities",(Kanner,1943).
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X I
BEHAVIOURAL SUMMARIZED EVALUATION
The B.S.E. scale is designed to provide a quantitative 
evaluation of the behaviours of autistic children. It was 
developed in France by Barthélémy and coworkers in 1990.
NAME OF CHILD
Please score each item by circling the score for each
symptom according to frequency of appearance in the column
opposite.
0=NEVER l=SOMETIMES 2=OFTEN 3=VERY OFTEN 4=ALWAYS
1. Is eager for aloneness
2. Ignores people
3. Poor social interaction
4. Abnormal eye contact
5. Does not make an effort to 
communicate using voice and/or words
6. Lack of appropriate facial 
expressions and gestures
7. Stereotyped vocal and voice 
utterances, echolalia
8. Lack of initiative, poor activity
9. Inappropriate relating to 
inanimate objects
10.Resistance to change and to 
frustration
11.Stereotyped sensorimotor 
activity
12.Agitation, restlessness
13.Bizarre posture or gait
14.Auto-aggressiveness
15.Hetero-aggressiveness
16.Soft anxiety signs
17.Mood difficulties
18.Disturbance of feeding behaviour
19.Unstable attention, easily 
distracted
20.Bizarre response to auditory 
stimuli
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
NOTE Full explanations of the items above are attached on the 
next page, to clarify exact meanings.
Thankyou for taking the time to complete this questionnairre.
Xl (
BSE Scale Glossary and Explanation
1. Is eager for aloneness
Keeps to the edges of a group or isolates himself from it; 
cuts off communication 
Keeps in his own world 
Seeks a familiar place
2. Ignores people
Indifference to others. Pays no attention to them: can walk 
into them without seeing them; seems not to hear them 
Doesn't respond to overtures 
Too quiet, indifferent (frozen expression)
In terms of general behaviour there is a turning-away from 
others or a delayed reaction to them
3. Poor social interaction 
No exchange of toys
No spontaneous approaches ; no offering of objects
Doesn't use objects as a means of mediation
Uses an adult as an object
Doesn't smile; doesn't seek company
Is incapable of sustaining social exchanges
(Note: Child can stare at parts of adults body or follow
them around and still remain withdrawn)
4. Abnormal eye contact
Doesn't look you in the eye; covers his eyes; avoids direct 
looks
Looks away; turns his face away when called or looked at 
Empty or lifeless expression; fleeting or piercing look; 
follows things with eyes only intermittently; fixes things 
with his gaze peripherally rather than centrally
5. Does not make an effort to communicate using voice and/or 
words
Assessment here should be based on the effort to 
communication and not on verbal level. A child with speech 
can make no effort to communicate and score a high mark (eg 
noncommunicative echolalic language). A child without speech 
can try to make himself understood (eg by burbling or 
prattling) and score a low mark.
6. Lack of appropriate facial expression and gestures
Amimia. Facial immobility
Shows no anticipatory postural reaction when about to be 
picked up
Cannot direct adults hand to obtain a desired object: 
doesn't wave his hands in its direction: cannot indicate 
precisely what he wants by gesture, attitude, or look 
If he can speak, doesn't use facial, vocal, or gestural 
expression with normal frequency and liveliness
xi l l
7. Steretyped vocal and voice utterances, echolalia
selectively17 echolalia; repeats randomly or
Inversion of the personal pronoun
T o Z T i c T t l t l value"3868 Whether °r they have
8. Lack of initiative, poor activity 
Slowness
9. Inappropriate relating to inanimate objects or to doll
iSSiiE::!::
ISSPilill"
around Carries a plece of string. Picks up anything lying
10.Resistance to change and frustration
i i l i p i - p s s s s - , . . .
11. Stereotyped sensorimotor activity
Plays "eye-games" in sunlight or electric light
X t v
12. Agitation, restlessness
These symptoms occur in periods of rest or directed activity 
Restlessness: disordered, uncontrolled, aimless excitation 
The child seems unable to find any peace, is constantly on 
the move
Boisterousness : the child seems compelled to make a noise 
and be generally troublesome. Boisterousness can be normal, 
but may be pathological when exaggerated 
Example : He climbs everywhere, jumps from chair to chair, 
touches everything, is constantly changing activities, 
spreads out objects or toys. Can also be very noisy and 
deliberately seek out noise.
He is "like a tornado".
13. Bizarre posture and gait
Strangeness is often evident in posture and gait but it can 
also extend to general behaviour and activities.
Facial expression: grimaces, bizarre facial movements 
Posture : feet crossed in the air, head underneath; twisted 
body; unbalanced posture; legs folded, head against the 
feet: hunched up in the corner of a room; neck bent 
backwards ; violent extensions of the body; absence of 
postural anticipation (the "soft" or "slippery" child)
Gait: hops, walks on tiptoes or on the heels; turns round 
and round or runs round in little circles; walks dragging 
one foot ; walks sideways strange sudden forward movements
14. Auto-aggressiveness
Aggression against or mutilation of his own body (hits his 
head with his hand or object, lets himself fall heavily to 
ground, bites, pinces himself, scratches his face, etc.)
15. Heteroaggressiveness
Bites, scratches, hits out at other people.
16. Soft anxiety signs
Examples of manifestations of anguish and anxiety:
Sudden fits of crying, whimpering (often without tears).
Little nervous laughs
Seems fearful, fretful, uneasy
Aimless walking up and down
Trembling
Somatization: vomiting, hyperventilation or retention of 
breath, intestinal problems(constipation, diarrhea), 
sweating, nail-biting.
17. Mood difficulties
Poverty in registering emotion
Alternation of opposite emotions (anger, laughter, pleasure 
sadness)
Unprovoked fits of temper and laughter
X V
18. Disturbance of feeding behaviour
Qualitative and/or quantitative difficulties
Dassive indifference: the child allows himself to be fed
without affective participation
Active refusal: the child cries or screams at the sight of 
away7 re to be fed' gesticulating and turning the head
Exclusive choice of certain tastes : sweet or salty 
Eats other things (stones, paper)
Coprophagy
Merycism: the child "ruminates"
Vomiting
Eats dirtily, smears the food or throws it away 
Rituals
Absence of a sense of taste 
Bulimia, anorexia.
19. Unstable attention, easily distracted
The child is incapable of fixing his attention on any 
suggested activity.
Takes no notice of what is said to him: seems absorbed 
Slowness of integration: doesn't take in instructions or 
does so only after a delay 
Delayed responses
a t i *n t i ”  « " « « « '
v e r y ^ a t t e n t  i v e i y f  ' ta p p in g  ) a0w h ich°h e  “ J E S S o
20. Bizarre responses to auditory stimuli
s . t i ; t ï ï » “ ,r ? i i a n c t l 0 " l n  *  c , r t * , n
sounds1VcallsSUfflCient' °r selectlve sensitivity to noises.
X V I
PARENTS INTERVIEW SCHEDULE
1 . Name. o-& chÆJLd?_____________ ______________
2. Age a n d  D a te . BÂsiïh.?_____ __________
3 . Po&'ltA.on A.n ^amÂJLy ?_______ _______ __________
4. Age a  a t ?  ___________ ______
5. What to y *  dZd h e/-sAte ^fee t o  p&ay u jtth  a t  a b o u t t h a t age?
6 . D>td he/4>he csiy a  H ot when th e y  w ejie a young baby?
7 . D id  yo u  w e s t  uondex. -c* ________________  tua» d&veJLopiny i n  a
d i-i-ieJ ten i toay t o  oth&n. ch iZ d n en  t h a t  yo u  knew? ___________
8. IÛ 4 0 , a t  w h a t  age wa-ô t h t * ? _______
9. In  w htch  way* d td  —  -------   *eem t o  be  d t^ e j te n t?
10. V td  you*. HeaHth V t* tto s i ok G. P.  m en tton  any concesin* t o  you
a b o u t-----------  ’* d eve lo p m en t?
11. 1 4  40 , w hat d td  th e y  taJLk. abou t?  ______________ __
72 - What age wa* h e / 4 he th en ? __________
13. What happened n ex t?  (E J Ü e it *ton.y o* d ia g n o s t i c  coun.se, 
IncHud>cng age a t  w h tch  pKo/ye44tonaZ d ta g n o 4 t *  made. )
Cue /teca££ o£ : 
pO'lntÀ.ng t o  tfvingA t o  Zook, a t  
n o t w a n ttn g  t o  chaste.
n o t  ta k tn g  an a c t tv e .  posit t n  "baby" garner
tndt'fa'faesie.nt t o  on upst&t by s>octaZ appnoache^ô/s>rntZa>&, cudcLZe^ &
unuAuaZ nasmouj nange. o£ tntesie^&tA
nas>ts>te.d changes t n  nouttne^ô
n e .p e .ttttv e . n ou ttn esi
tZZne^AOA/ me.dtcaJL pnobZems»
Zanguage. de.veZopme.nt - ? babbZe a t  anound * tx  month*
unu*uaZ n e p e t t t t v e  body movement*
*Z eep tn g  on ^ eed tn g  pnobZem* 
auanene** o£ dangen  
unu*uaZ g a t t
ne*ponded t o  nough-and-turnbZe game*
4 a * c tn a te d  on d t* tn e * * e d  by n o t* e * , name caZZtng
dea^ne** even  co n * td en ed
e y e  g a ze  ^ Z e e ttn g  on pnoZonged
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T a b le  5
Details of perinatal problems, serious illness and skills loss
Child
no.
Perinatal
problems
Serious illness 
before 2 years
Skills loss
1 6 wks prem 
SCBU 8davs
None Lang. 2yrs.
2 prem labour 
breathing probs.
gastric probs 
choking fits
No
3 Premature 
Cold. SCBU
viral meningitis No
4 Twin low birth wt 
SCBU 6wks
None Lang. 18m.
5 lOwks prem.
SCBU 9wks. fits.
None No
6 None bad virus, ill 
seven days
No
7 None severe wt loss 
ISmonths
Lang.18m 
dev. 3m.
8 Resuscitated 
lldavs SCBU
None Lang. 18m
9 None None Lang 18m. 
interact 8m.
10 None Severe gastric 
problems
Develop.30m
11 — -
12 Cold
SCBU 24hrs
subdural haem. 
6wks. fits.
No
13 None v. bad measles No
14 Late
SCBU 24hrs
None Lang.2yrs
15 None Severe virus 
4m. ? ear
Lang.12m.
16 None Dehydration 
fever,ear virus
No
17 Prem. labour 
drugs nec.
None Lang.3yrs.
18 Prem. labour 
drugs nec.
None Lang.15m.
19 None None Lang.18m.
20 Late
needed oxygen
Febrile fit 30mins 
10m
No
21 None Interseption 
infection-ooer.
No
22 None None No
23 None None Lang. 2yrs.
Note: SCBU = Special Care Baby Unit. 
Prem = premature 
Lang = language.
